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ABSTRACT 

This first volume of the 19BT Report of the Select 
Panel for the Promotion of Child Health presents the panel's major 
findings and recommendations in several areas of maternal and child 
health. Section I, the Introduction, addresses five major concerns 
related- to health care that were identified by the panel. These 
concerns were (1) that programs to prevent disease and promote -health 
are neither available nor adequately used even when available: (2) 
that sharp disparities persist in both health status and use of 
health services according to family income, ethnic background, 
parental education, 2nd geographic location: (3) that the current 
health care system insufficiently recognizes or supports the :::ole of 
the family as the primary source of health care for children: (") 
that the organizational, administrative, financial, and prof esir-iona* 
training aspects of today's health care system have not been ada^-'ted 
to cope with current family "health problems: and (5) that public 
health programs are not working effectively in relation to one , 
another- Sections ll through V discuss in detail these concerns and 
focus in particular on how they can most effectively be dealt with in 
the 19B0S and beyond. (Author/BH) 
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December 2^ 1980 



Honorable Patricia R. Harris 
Secretary 

Department of Health and Human Services ^ 
Honorable Edward M. Kennedy 

Chairman^ Subcommittee on Health and Scientific- Kc-earch 
Senate Conunittee on Labor and Human Resources 

Honorable Henry A. Waxman 

Chairman* Subcommittee on Health and the Environment 
House Committee on Interstate and Foreign Commerce 

Dear Secretary Harris, Senator Kennedy, and Congressman Waxman: 

I am proud to transmit to you the report ^ the Select Panel 
for the Promotion of Child Health* in accoT-rt... with Public Law 
95-626 which created the Panel. 

Jlhe 17 members of the Panel and our staff have devoted an 
extraordinary amount of time, energy, and— we hope — wisdom to our 
task. Cur commitment has reflected how seriously we have all come 
to take the opportunity offered us by the breadth of the mandate 
Congress assigned to us* The chance to design the foundations of a 
national effort to improve the health of our children has infused 
our work with excitement and zest. It has also permitted us to 
mobilize the contributions of hundreds of Individuals and 
organizations throughout the country, engaged, in large ways and 
small In understanding and serving the health needs of this 
country's children and families. The Panel, and the Nation, are 
profoundly in their debt. 

We were impressed with the richness and diversity of available 
talent, competence and commitment, reflected in the accomplishments 
of a great variety of public programs and private efforts in 
communities throughout the country, tfe also became starkly aware 
of the extent of the unsolved problems that reenain. 

Our recommendations reflect a hardheaded analysis of serious 
unmet needs in child and maternal health, a recognition of past 
successes and future opportunities for effectively meeting these 
needs, careful consideration of the weaknesses and strengths of 
current Federal programs and [>olicies, and a sober and pragmatic 
assessment of the capacity of our institutions to provide parents, 
professionals, and others working to Improve child health x^th the 
scientific, financial, and organizational support they need. 
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Honorable 
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Patricia 
Edward M« 
Henry A* 



Harris 
Kennedy 
Waxman 



Volume I of our report presents our major findings and 
recoiraendat Ions « 

volume II contains specific ^e^^™*"?^'^ health : 
major Federal programs with significant impact on child health. 

— Title V of the Social Security Act 

~ ?he Special Supplemental Food Program for Women. Infants and 

— p!'t^**9t-l42: The Education for All Handicapped Children Act 

— Medicaid and EPSDT 

— Community Mental Health Centers and Services Systems 

volume III consists of what we believe to be the most 
comprehensive compilation of data on child health in the U.S. yet 
CO be published* 

We also submit a collection of background papers, listed at the 
endL of ?i^u»^ l! which were prepared for the Panel, and which we 
t^lieve^irbe'extremely useful to those who wish toJ,ecome 
failUar in greater depth with selected aspects of the issuer we 
have analyzed* 

Some of our recommendations should be acted on i™^**^^"^^- . 
OtherHre designed to be considered and i^Pl-^^f H^.l 
of years. All of our recommendations are practical, and as 
specific and concrete as we have been able to make them. 



The goals we set out encompass an extremely broad swe^^of 
issues. In accordance with our congressional mandate we have 

hlth quality preschool programs and community supports ^JjJ^^^^^^^ 
wefe more ILilable, if teachers and schools ^^^^ 
If we had full employment and every young P^'^^^"^";^^^'"**'^ 
to productive work, our health Indicators would improve 
stgSI?t^ntly. f«e;ertheless. we have not focu^d f ^^^^i^^"^::' 
both because they are outside the Panel's mandate, and because we 
^sh ^h^lp direct public attention to the extensive opportunities 
ti improve child health by improving health policies and pro^ran:s. 
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Honorable PatriclJi R. Harris 
Honorable Edward M. Kennedy 
Honorable Henry A* Uaxman 
Page Three 



The k^anel has asked ae Co call your attention to^^an additional 
problevi we faced In defining our mandate* As you know» the 
legislation chat established the Panel asked us to look at the 
health of **children and expectant cnothers.*' Child health is 
obviously Inseparable^ from maternad health. The health of tlie 
mother during pregnancy is unquestionably a major determinant of 
child health. But as we looked beyond purely physiological factors 
in child healthy we found that our concerns ^ust include fathers as 
well as mothers^ both In relation to their role in the decision to 
conceive a chlld» and to their continuing role in providing 
aurturance» support, protect ion^ and guidance to their children as 
theY grow. Not only Is the family the primary unit for the 
delivery of health services to infants and chllclren, but the t'amily 
environment la probably the greatest Influence on a child* s 
health. Ue wish to be clear that our use of the term "maternal and 
child heal^thy** when we describe and analyze both needs and 
interventions » is in no way inconsistent with our conviction tY>at 
fathers as well as i&ochers are central to raising healthy children* 

We are grateful for the opportunity you have given us to en;;age 
In this work» and thank you for the help and support we have 
rc^^elved from you and your associates in the course of our 
deliberations* We trust that the value of our efforts will prove 
to have Justified the investment that the American public has made 
la the creation of this report. 

1 am sure you share with us the conviction that public policy, 
no matter how well conceived and carried out « can contribute only 
modestly to the vigor, grace, and Joy we wish to see in our 
children's lives. But as our report makes clear, public policy and 
programs can mean the crucial difference » especially in the lives 
of the most vulnerable of our children. 

We hope mosc profoundly that this report will contribute to 
shaping public policy in ways that will help all American families 
and communities to protect and promote the health of alL of our 



nation's children. 



Respectfully and sincerely yours. 



t 




Llsbet.^ Bamberger Schorr 
Chair per son 
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SUMMARY 



It is a biological fact that human infants and children depend upon 
others to an extent not found in any other ^>ecies. In tacit recognition of - 
tliig fact, all human- societies, ancient and modem, have developed 
eiaboiate systems of shared faxoily and community responsibility for the 
ycung. The makei^ of such systems and the precise division of duties 
'within them have varied from one culture to another and from one 
generation to the next- But the central theme of shared responsibility for 
die young enidures. ^ 

In the United States today, our system of shared responsibility has 
contributed much to ensuring the healthy growth of our children. But 
despite great achievements, we are still falling short of doing what we 
believe most Americans want to see done to promote the health of all our 
<^uldren. In recognition of this fact, the Congress created a Select Panel 
for the Promotion of Child Health to assess the status of maternal and 
child health and to develop, for the first time, **a con^irehcnsive plan to 
promote the health of children and pr^nant women in the United States." 

The 17 private citizens and public officials who tmdertook this task 
caiefiiify scrutinized existing maternal and child health da t a, knowledge, 
and experience- We found widespread consensus about the interventions 
likely to be effective, about the programs that work well and the obstacles 
tliat keep them from working better, about ways to get the most out of the 
money we are already spending, and about improvements that could be 
achieved for relatively little more. We havfe also found that a large 
proportion of the most burdensome child health problems can be 
prevented or ameliorated at reasonable and predictable costs through the 
appHcation of knowledge already at hand. The Panel was struck by the 
contrast between how much we Jcnow about promoting the health of 
pregnant women and children and how little is actually reaching some of 
the most vulnerable among them. Similarly, we were impressed by the 
number of highly successful efforts currently underway throughout the 
country, but discouraged that they have not been systematically built 
upon and expanded. 

Even though we discovered much agreement on what needs to be done, 
we found the task of developing specific proposals to improve maternal 
and child health even more formidable than we originally anticipated- It 
soon became evident that our very mandate was bucking widespread 
feelings of alienation from Government, and a rising tide of cynicism and 
hostility toward all social programs. 

We believe-that it is possible to take account of these currents in our 
political climate without becoming immobilized by them. We i:ecognizcd 

1 

o ' • , ' 
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eaily in our work that we must be cost-conscioiis as well as compassion- 
ate; incremental but with a clear vision of the long*term goals toward 
which we aim. We have tried, as Congress asked of us, to be comprrfien- 
sive, but without being unrealistic. We have made some sweeping but 
practical proposals. They reflect the broad consensus in the land that even 
the best public programs and policies can be made to function better when 
they are more rationally and coherently related to one another. 

Perhaps most important in terms of providing a basis for action over the 
next decade, our proposals are justified by both a human concern for the 
young and the self-interest of adults. Our reconmiendations to promote 
maternal and child health are based on our deep belief — shared, we are 
convinced, by most Americans — that children matter for themselves, that 
childhood has its own intrinsic value, and that society has an obligation to 
enhance the lives of children today, quite apart from whether we can 
prove later benefits in adulthood. 

We do not rest our case solely upon such convictions, however. What 
we offer is also a prospectus for a sound investment in America's future, in 
economic as weU as social terms* Healthy children represent a major 
economic asset. As today's children grow to adulthood,^ ^ey will have to 
perform increasingly complex tasks, in an age of constant technological 
change, in order to protect our natural environment, ma\rifain our 
stimdard of living, keep our economy competitive with othoi nations, 
preserve our defense capabilities, and maintam our humanitarian values. 
We will tomorrow be dependent upon the very children who today are 
dependent upon us. Each and every one of them — male and female, rich 
and poor, black, brown, and white — is both a precious individual and a 
valuable national resource. Improving the health of today's children not 
only enhances the quality of their lives inmiediately, it also expands their 
potential for significant contributions to the Nation as adults. 

We c^ ii upon all Americans — public officials and private citizens, 
parents and professionals, leaders at the local. State, and Federal level — to 
join in concerted efforts to make certain that policies and programs in the 
1980*5, in both the public and private sectors, reflect a commitment that 
does justice to the needs of all of the I^ation's children. 




CHAPTOR SYNOPSIS 
Sectioo I — Introchiction 

Chapter 1: Major Concerns 

In the course of our work, five overriding concerns emerged. It is to 
these concerns that we have addressed our analysis and recommenda- 
tions: 

(1) Many forms of disease prevention and health promotion are 
demonstrably effective, especially for children and pregnant 
women, but still are neither widely available nor adequately used 
even when available. 



(2) The health status of American children has inq>rovcd dramati- 
cally over the past two decades> but not aU groups have shared 
equally in the progress. Sharp disparities persist in both health 
s^tus and the use of heai^ services according to family mcome, 
ethnic background, parental education, and geographic locadon. 

(3) The prome of child health needs has changed significantly over 
the course' of this century, partly as a result of success in 
combating infectious disease, partly because new problems have 
emerged. But the /organizational, adminis trative, financial, and 
professional trainmg aspects of o«ir health care system today 
have not been adapted to cope with currant health problems, 
whi<di have intertwined psychological, cnviipmncntal, social, 
and behavioral components. 

(4) While the family is and will remain the primary-source of health 
care for children, the current health care system insufficiently 
recognizes or supports this role. Nor has the system acknowl- 
edged or adequately responded to the health implications of the 
changing composition and circumstances of the American 

. , (5) The Nation's increased investment in maternal and child health 

over the past two decades has spawned many new programs, but 
they arc not woddng effectively in relation to one another. 
Public programs have made a significant contribution to unprov- 
ing the health of the Nation's mothers and children, but there 
rOTiain gaps in and between services; fragmentation and duplica- 
tion in both programs and services; and conflicts among various 
levels of goverxmient and among a variety of programs. 

Section II — Health Protectkm and Promotion 

Many of the stroi^est infiuences on child health lie beyond the reach of 
personal health services. These include the social environment, the 
^ysical environment, nutrition, and health-related behavior;- 

Factors in the social environment such as family mcome, parental 
education, opportunities for productive woric, minority status, child care 
arrangements, and the availability of community supports for adolescents 
andparcnts of young children aU exert a powerful influence on health. We 
zecomize the significance of these influences, but offer no extensive 
ie^am«idationsia this area because it lies beyond the scope of our 
mandate. 



2z RedDciiig Envifomnental Risks 

Hazards in our physical environment can profoundly affect the healtfi 
of our children both before and after they arc bom. Our review of the 
evidence on environmental hazards to mothers and children suggests there 
are four risks which deserve special attention in the commg decade: 
accidents of aU kinds, with emphasis on motor vehicle accidents and those 
in the home; chemical and ra^tion risks, including chose posed by toxic 



wastes, pesticides, lead and other pollutants: hazard: from drugs and 
foods, with particular focus on substances presenting special risks during 
pregnancy; and problems caused by inadequate or unhealthfxil water 
supplies, with attention to the need for wider fluoridation, potable water 
in all homes, and adequate sanitation. These four types of risk include old 
problems which could be prevented through the application of knowledge 
already in hand, and new or newly discovered problems, which often are 
complex in causation and less easily understood or addressed. 

Accidents, especially motor vehicle acci^lents, htc the leading cause of 
death and disabihty among children and adi^lescciits. The United States is 
second only to Canada among ten Western industrialized nations in its 
rate of accidental deaths among children. The Panel beheves this state of 
affairs is unacceptable, and can be changed in a Nation as resourceful as 
ours. A major new national accident prevention strategy should be 
initiated, with strong participation by private industry, dtizen groups, the 
media, and Government. This strategy should take advantage of both 
private initiatives and public policy instruments, including technical 
innovations, regulatory actions,, and new approaches to education of 
children and parents. 

The evidence suggests that many kinds of injuries and health problems 
can be more economically and effectively reduced by changing the 
enviroimients in which people live, work and play, than by trying to 
change behavior directly. Thus, for example, safer automobile construc- 
tion and better passive restraint systems in automobiles may be more 
effective than increased expenditure on driver education. 

Among the most worrisome, pervasive, and complex enviromnental 
health hazards are the numerous chemicals and sources of radiation to 
which Americans are exposed in the home, at work, and in the 
neighborhood. Toxic chemicals and radiation pose special risks for 
pregnant women and for children because of the unique susceptibihties 
early in the life cycle and because effects may be cumulative over the 
lifespan. The Panel beheves the Nation should clean up chemical wastes, 
establish safe exposure levels for insecticides and pesticides, monitor the 
use of X-rays, and take other necessary actions to protect the health of 
current and future generations. 

One traditional public health objective which requires no new technolo- 
gy or knowledge is the elimination of obvious con t a min a n ts and sources 
of infectious disease from water systems. Most Americans now benefit 
from safe and healthy water, but three problems remain: many coinmuni- 
ty water supphes are still not fluoridated, some families still lack indoor 
plumbing, and certain potentially dangerous chemicals are still foimd in 
drinking water. 

The Panel believes that effective strategies to reduce cnvu-onmcntal 
risks for children and pregnant women must involve all Americans, and 
not just the Govenmient. Strategies for health protection should not be 
automatically equated with regulatory action. But if Federal policy is to 
continue to play an important role in protecting the health of children and 
pregnant women, various Federal agencies will need to strengthen 
considerably their coordination with one another over the coming decade. 



Chapter 3: Health and Behavior 



Health-relevant behavior is an integral part of lifestyle, which starts 
forming in infancy. It is influenced by a wide variety of factory including 
the examples set and instruction given by parents, siblings, p^ers, schools, 
rehgious and community groups, and the media. Socialization— the 
combined effect of all these factors — is far more powerful than any single 
attempt to teach new behaviors. But we now kno-^ a good deal about how 
education in the family, schools, the media, the workplace, and the 
conununit^ exert a significant positive influence on health nabits. 

A mother's influence on the health of her child begins even before birth, 
when a number of maternal habits such as smoking, drinking, and drug 
use can affect the outcome of pregnancy. The Panel believes that prenatal 
counseling and anticipatory guidance for parents, including preparation 
for childbirth and education for parenting, should be more widely 
available from health care providers, private voluntary organizations, and 
community agencies. Similarly, giiidance and support in the period 
immediately after birth and in the first year of life can help a family cope 
with issues of infant feeding, how to manage a difficult baby, how to 
recognize illness, and how to provide a safe and stimulating environment 
for an infant. The perinatal period also is an opportune time to link 
women and their families with other services and supports to ensure 
continuity in the availability of primary care. 

The rapid increase in r jnbers of preschoolers attending early educa* 
tion and day care progr jns offers a new opportunity for health-related 
education. Eating habits, dental health practices, and other health 
behaviors have their roots in early childhood, and the Panel urges that 
preschools and programs such as Head Start be used as sites for health 
education and parent counseling as well as ..^arly identification of health 
problems. 

Television exerts a powerful influence on formation of behavior from a 
very early age. The Nation must improve the quality of programming 
directed at children, particularly with regard to both implicit and explicit 
health messages; we must also preserve our capacity for regulatory action 
aimed at mitigating any negative health consequences of television 
and advertising targeted toward children. In addition, 
parents, policymakers, and communi^ groups should encourage alterna- 
tives to excessive television viewing among children. Inordinate time sp>ent 
watching television diminishes the opportunity for more active ways of 
learning about hfe. 

Many school health education programs at present are neither suffi- 
ciently comprehensive nor sufficiently attuned to the influence of peer 
culture and other important determinants of youthful behavior to be truly 
effective in promoting good health habits. The content of school health 
education should remain a matter for local determination involving active 
parental participation, but should include sound information and gmd- 
ance on such topics as mating habits and nutrition, exercise, smoking, 
alcohol and drug use, d iving safety, human sexuality, family develop- 
ment, coping and stress management, and environmental conditions 



afiecting health. Physical education programs in particiilar are an area of 
vast unrealized potential. These should place new emphasis on lifetmie 
fitness and health maintenance skills as weU as competitive team sports. 

Because so many forms of behavior with lifetime health consequences 
are formed or first tried in adolescence, health education activities are 
especially important for youngsters 10 to 18 years old. Although most 
a<k>lescents are physically healthy, problems ranging from accidents to 
substance abuse and unwanted pregnancy can result from unmature 
iudemcnt combined with uncertain self-esteem and strong peer pressure. 
Adol^ents need more information about the effects of their hfestyle on 
their present and future health, but such information must be presented m 
ways which ar-r likely to be taken seriously by them. This suggests a 
sp<iial responsibility for those most likely to be heeded by teenagers, 
including infiucntial teachers and community leaders, sports figures, and 
television and radio celebrities. 

Chapter 4: Improving Nutrition 

The critical role that nutrition plays in health has not been adequately 
recoenized by the health community g^mcrally, including those whose 
prin^aJfocus is maternal and child health. We share the developmg 
consensus that nutrition is a major, not marginal, component of efforts to 
. promote health and prevent disease, especiallv during pre^iancy, infancy, 
childhood, and adolescence when the human organism is growmg and 

developing, „ , - j 

While Aere are still some who lack adequate food, starvation and gross 
nutritional deficiency diseases are no longer the major problems they once 
were Today's nutrition problems are more likely to mvolve dietary 
excesses and imbalances which may in turn be unplicated m the 
development of leading chronic degenerative diseases. Adequate nutntion 
is especially important for some mothers and children who, by virtue of 
such factors as socioeconomic and minority status, age or cultural 
backeroimd are at special risk of nutrition-related problems. 

The Panel identified four ways to improve the nutritional status ol 

mothers and children: - i. i»x. 

(1) There must be a new and vigorous commitment m the healtb 
system, schools, the media, private industry, and Government to 

inform and educate famihes more adequately about health- 
promoting and risk-reducing diets. The Panel urges the Federal 
Government to take a major leadership role m developmg and 
disseminating norms for appropriate nutrition- Nutrition-related 
guidance must take cognizance of our new "nutrition environ- 
ment," which is characterized by new patterns of eating, a 
rapidly changing food supply, phenomenal growth m conve- 
nience and processed foods, and fast food restaurants. 

(2) Nutrition services must be better integrated into health care. 
Health care providers should spccificaUy address their patients 
nutrition-related needs as part of the fuU range of health servaces 
offered, and should link their practices to nutrition services in 
their communities. 
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(3f> Existing public food programs also must be strengthened and 
expanded. Over the long run, the Siq>plemental Food Program 
for Women, Infants and Children (WIC) should be enlarged to 
serve aB who are eligible by income and nutritional risk; State 
and local health care systems which provide the base for the 
WIC program shotild be expanded according^. 

(4) Research is needed to develop a better understanding of 
children's diets, nutrition^ and health status; to identify individu- 
al and family nutrition-related behaviors that increase children's 
risks of disease and to dev^c^ ways to help families change such 
behaviors; and to develop greater imderstanding of the effects of 
earfy feeding patterns and nutritional status on long-term 
development and adult healtli status. 



SectioD m — The Content, Organization^ and 
Financing of Health Services 

The Panel concluded, early in its work that any pr<^>o$aIs we might 
make for changes in the organization and financing of health services 
should gro^ out of an assessment of what services children and pregnant 
women actually need, in addition to an analysis^ of current patterns of 
service use and the strengths and shortcomings of existing programs. We 
focused our attention most heavily on primary care, in the belief th^t it is 
the area with the most urgent unsolv^ problems* Similarly, we directed 
much of our analysis to the way in which health services for mothers and 
children are organized and financed, believing that such health system 
components exert a major influence on health status. 

Cbapter 5r Needed Services 

The task of defining ^needed services'* was a fundamental first step in 
the Faners work and served as the basis for many of our subsequent 
recommendations^ particularly those regarding the organization and 
financing of health services. Because health problems in this group range 
from the biomedical to the p^chosocial^ needed services include services 
such as counseling^ anticipatory guidance, and various information and 
education activities oriented primarily to psychosocial issues, in addition 
to traditional medical care. 

We focus mainly on services that are preventive in nature and are 
typically delivered through primary care systems. This orientation stems 
both from the Panel's mandate and from our belief that many of the 
strategies most likely to decrease overall mortality and morbidity in 
mothers and children he in the domain of preventive services and primary 
care. This emphasis is accompanied by our conviction that the expansion 
and improvement of secondary and tcriiary services to mothers and 
children who need such care is also, critical and requires more adequate 
resources and improved coordination^between primary care and more 
^>ecialized services. 



Chapter 5 presents lists of health and health-related sMsndces that should 
be fully available and accessible to women in the reproductive age span, 
including pregnant women; infants in the first year of life; preschool and 
school-age^ children; and adolescents. 

The process, of defining needed services led us to 4hree major findings. 
Rist and most important is the conclusion that for three broad classes of 
services, there is such a clear consensus regarding their effectiveness and 
their importance to good health that it should no longer be considered 
acceptable that an individual be denied access to them for any reason: 

• Prenatal, delivery, and postnatal care 

• Comprehensive health care for chadr«a.from birth through age 5 

• Family planning services 

A second category of services which merit special attention includes 
meital health and related psychosocial services, dental services, genetic 
services, and services that promote access to care. Although each has 
unique attributes, they have in common not only their importance , to 
health but also the fact that 4fiifey are not now adequately available, 
particularly to some of the groups most in need of them, and that they 
have not been accorded siifficrcnt promjicnce in current views of the 
essential components of maternal and child health care services. By 
singling them out for specific discxission, the Panel hopes to strengthen the 
national consensus regarding their value in health promotion. 

Third, a new mechanism is needed to serve a variety of functions aimed 
at improving the content, quality, and availabiUty of health services for 
mothers and children. One reason many services we have identified as 
needed are unavailable or underutilized is that they arc not covered by 
pubUc and private third-party payment plans, in part becaijse of the 
nature of the services themselv«». They tend to be difficult to define 
precisely, and— in greater measure than is true for medical services— theu; 
rffectivcness appears closely related to the circnimstances under which 
they are provided, by whom, and in relation to what other services- To 
help provide information on such issues, we recommend that a Board on 
Health Services Standards be created, or existing institutions strengthened 
and consolidated, to perform the following fiinctions: 

• Review and define the health services that should be available to - 
mothers and children in Hght of new knowledge and changing 
health problems. ' i i. 

• Provide guidance to third-party payers and purchasers of heaitn 
insurance r^arding the effectiveness and appropriate* use of a 
given service or sets of services, and the circumstances under 
which such services should be provided and financed. 

• Provide information to third-party payers r^arding the likely 
effects of their payment policies and practices on the availabibty 
of needed services, professional persoimcl, facilities, and other 
health resources. 

So that work along these lines can proceed promptly, we recommend 
that the Secretary of Health and Human Services convene an a«i 
group to propose the precise nature, composition, and authority of the 



Board withm the broad guidcUnes wc propose* and that the Congress act 
rapidty to esta%tfsh the Board or a similar mecfaani^n to perform these 
imp ort a nt functkms. 

rhiptrr 6: laprovins the OtsanizatSoB of Healtfa Senrioes 

Pkimaiy care for duldren and^prcgn^^t women is currently provided 
under a wide vaiie^ of arrangements, vidiich range from private 
physicians* <^Bces to the public schools, firom health department and 
hospital to community health in ters and health maintenance 

Ofganizations (HMO^sX 

American communities vary so widely in their needs and resources, and 
prize so highly the diversi ty oi" their own ways of solving problems, that it 
is neidier feasible ncH; wise to attempt to move the Nation toward one 
standard way of deixvering health services to mothers and children. 
However, we have identified speofic organizational attributes which 
should be inc orp o ra ted into all provider arran gem qyts. The effective 
organization and structuring of services is especially important for families 
with h a ndy r^ ^j yf^'^^ chronically iU, or severely ill children;*, for pregnant 
womeir who for social or medical reasons are at high risk; and for low- 
income families, ^^bo have greater needs for health and related services 
and fewer resources to negotiate their way around a complicated mayr of 
fragmented health services. Since these categories of families include 
perhaps one-fifth all children and pr^;nant women at any one time, and 
one-fourth to one-third over a period of years, the need for more highly 
organized primary care is not circumscribed, but spread widely throu^- 
out the population. ^ 

The attributes that we have identified as important components of 
effective primary care provider arrangements are: 

• Co mp rehensive services 
'm Accessibili^ 

m Capaci^ for outreach 
m CoOTdination of services 
m Continui^ of care ^ 

• A ppropri ate personnel arrangements 

• Accountabffi^ 

• Consumer participation 
m Partnership with parents 

We have analyzed a number of existing provider arrangements with 
these attril^tes in and have made prc^>osals for strengthening them. 

We beliet^ that, over the long term, primary care pl^sicians should be 
encouraged to join in practice with other physicians and with other health 
professionals* Dentists, too, should be encouraged to join in practice with 
''-otfaer dental. professionals. Simultaneously, new efforts must be made to 
develop better links between providers in office-based practice and other 
sources of care, services, and support in the community. 

Hospitals that provide a substantial amount of outpatient care to 
children and prcgnanr women must make fundamental changes in their 



ocKanizational airazigcments by establishing primary care centers, hospi- 
tal-based group practice, and better linkage with other sources of care m 
the community. None of this can be accomplished without changes in the 
financuig of hospital outpatient services, and we recommend a number of 
spedRc changes toward that end. 

Pubiiciy financed comprehensive care settings (including commumty 
health centers, migrant health centers, children and youth project^ 
maternity and infant care projects, some health department programs, and 
rural primary care centers) have been highly effective in providing 
previously unreached p>opulations with needed health services, with 
subsequent decreases in hospitalization rates, infant mortality rates, and 
the incidence of preventable diseases in the areas served. They remam a 
model for the delivery of high-quality care in the Nation's areas of 
provider scarcity and high health needs. 

We believe these programs, along with the deployment of Naeonal 
Health Service Corps persoimel, are the best instruments for increasing 
access to and availability of primary care services for children atd 
pregnant women in underservcd areas, and that the Congress should 
increase its grant support to allow existing comprehensive care centers u> 
serve more clients and to permit their expansion to additional sites. 

Because HMO's provide cost and quality controls, the opportunity for 
collaboration among a variety of health workers, and a system of 
financing which encourages the provision of primary care and preventive 
services, the Panel urges that all HMO's expand their ability to provide 
needed services to children and pregnant women, and that Federal 
authonties take the steps necessaty to make it more attractive for HMO's 
to enroll low-income mothers and children. ^ -e-^ 

Support for primaty care units organized and sponsored by qualified 
local and State health departments will be even more important during the 
next decade than in the past. In many areas, no other provider is as likely 
to offer care at moderate expense to thie inner city or rural poor and the 
medically indigent. We therefore recommend that Federal, State, and 
local authorities support health department efforts to offer comprehensive 
primary care, rather than individual components of preventive care. 

Schoof-based health services should be considered a desirable way of 
deUvering primary health services to school-aged children, and possibly to 
preschool children, in those communities where it is p<»sible to utilize 
schools as the site for the provision of health services rendered under the 
auspices of an appropriate health agency, and where parents support and 
actively collaborate in fashioning and maintaining such arrangements^ 
Nonetheless, there are many school systems where it will not seem wise to 
locate a compr^ensive primary care program in the schools. In such 
instances, iwofessionaUy qualified nurses should provide health education, 
counseling and preventive services, woric with parents to link children with 
other health services, and provide professional nursing supervision for 
children with chronic illness or handicapping conditions. Similarly, we 
believe a more extensive commitment of resources aimed at improving 
health services for children in day care. Head Start, and other preschool 
programs is essential. 
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Chapter 7: Ekefivery ProMems oT Special Concern 

In its review of arrangements for the delivery of needed health services 
to infants^ children^ adolescents, and pregnant women, the Panel identi* 
/lied a number of special challenges or opportunities in organizing health 
' services that cut across individual provider arrangements* We beUeve 
these should be ^>ecifically addressed in the formula Jon of public policy. 

Home Visiting 

Renewed interest in home visiting services has developed from a 
growing recognition that many services are best provided outside of large 
institutions^ that traditional sources of support for many pregnant women 
and new parents are often no longer avadlable, and that efforts to link 
persons with the services they require are often essential to obtaining good 
health care. Federal, State, and local authorities should substantially 
increase their support for home visiting programs. Such increased supp>ort 
should be of sufficient magnitude to: permit a substantial number of 
States and conmiimities to use home visits by public health nurses or other 
qualified personnel as one means of ensuring access to the TnintTttiim basic 
health services^ for children and pregnant women discussed in chapter 5; 
enable various health care [providers to establish or reestablish home 
visiting programs as a routine component of maternal and child health 
care; and allow for the evaluation of a wide range of programs* 

Primary Mental Health Care 

Many health problems which come to the attention of primary care 
practitioners are either emotional in origin or have important psychosocial 
components. Furthermore, a significant portion of what might be termed 
**primary mental health care" is in reality provided in general health care 
settings and in schools, day care centers, juvenile detention facihties, and 
other sites by personnel not specifically ^ trained as mental health 
professionals. These facts must be better recognized in the organization 
and. financing of services, in the training of health professionals, and in 
arrangements to priavide expert mental health support and consultation to 
parents, general health care providers, teachers, day care workers, social 
workers, correctional officers, and others who deal with children and their 
families daily. 

Tlie time is ripe for new and systematic efforts to organize and finance 
primary care — especially for children and pregnant women — in ways 
which will encourage adequate attention to p^chological, social, and 
behavioral components of care and which encourage referral, consulta- 
tion, and ease of commtmication between mental health professionals and 
primary care providers, and agencies, institutions, and professionals who 
deal with children, pregnant women, and parents in trouble. 

Categorical Services 

In the main, primary health services for mothers and children are 
provided most effectively^ in settings that offer a comprehensive array of 
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needed services. But there is persuasive evidence that some services are 
well provided in settings that are not organized to provide comprehensive 
care- For example, the Panel recommends that categorical funding for 
famUy planning services be expanded to ensure that these services 
continue to be made available in a variety of settings, and that all persons 
who wish to make use of family planning services wiU have access to them. 

The potentifJ effectiveness of providing preventive dental services to 
school-age children through categorical prograins has been grossly 
neglected. Certain basic preventive dental services are so cnt:cai to 
improving the dental health of the Nation that they must be available to 
all chUdren and in various sites such as public schools, which s.mplify 
access and provide substantial economies of sc^e. 

Mass Screening 

Screening is useful (a) when performed in the context of individual 
. assessments and continuing care, (b) as a means of detecting a linuted 
number of conditions characterized by simplicity of detection and 
foUowup, (c) as a way of linking children to an ongoing source of care, 
and (d) as a check on the adequacy of care that children are receiving. 
i:>evelopmental assessment is a key component of the health assessment of 
every child, but developmental assessment of young .children is not 
properly jfcfformed as part of a mass screening program, and should be 
carried out only in the context of^ more comprehensive health or 
educational assessment. 

Hospital (Sare 

. The operating and staffing policies, environment and design of space, 
and philosophy of care of aU hospitals offering pediatric and obstetrical 
care should reflect the developmental and psychosocial needs of children 
and faniilies in health care settings. AU hospitals with emergency rooms 
that treat children should ensure the availability of special pediatric 
equipment and of medical and nursing staff knowledgeable in the care of 
critically ill or injured children. 

Rcgionalization 

The Panel urges increased support for the regionalization of,selTOted 
health services for children, newborns, and pregnant women, including 
further development of regionaliaed perinatal care networks; geneuc 
services- networks to improve care for serious illness and accidents; 
backup 'and referral Services for diagnosis and treatment of chUdren with 
chronic illness, handicaps, or complicated psychosocial problems; and 
enlarged pubUc and private support ofchUdren's hospitals m their role as 
regional resource centers and providers of specialized care. 

Otfipter 8: Oi«aniziiig Services for Special Populatfons 

Four populations of children present special chaUenges to the effective 
organization of services: adolescents, chronically impaired children. 
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children in foster care or other out-of-home placements, and children with 
serious access problems as a result of linguistic, cultural, or geographic 
separation from the mainstream of society. 

The health care needs of adolescents require increased attention in 
existing health services systems, and efforts must be made to develcp and 
refine innovative models for organizing services to meet special health 
needs arising during this important period in tlie life cycle. Outreach 
systems should be targeted to the settings where adolescents sp>end most of 
their time; counseling should be a major comf>onent of adolescent health 
care; sensitivi^ to issues of privacy and confidentiality must be reflected 
in the design of services for this population; and financial barriers to care 
must be significantly reduced or eliminated. 

Certain basic principles should govern ti^e provision of all health 
services for chronically impaired children — a group including the chroni* 
cally ill, physically handicapped, mentally retarded, emotionally disturbed 
and multiply handicapped. Routine care should be provided in the home 
or as near to normal settings as possible; hospitals should design systems 
that maximize use of nearby homelike settings* incltiding hospice care 
where necessary; primary care needs including mental health, dental care 
and support services for children and families should not be overlooked; 
and the hidden costs of care for chronically impaired children should be 
taken into account in private and "public financing of care. Clearer 
guidelines and specifications are needed in a number of public programs 
directed at these children. The efforts of maternal and child health 
authorities in this regard should complement school*based efforts under 
PX. 94—142, the Education for AU Handicapped Children Act. 

Juveniles in confinement and in foster care are often overlooked by the 
health care system. Detention and correctional facilities have an obliga- 
tion to meet the health and mental health needs of juvenile offenders, and 
offenders should not be placed in facilities which lack services to meet 
their needs. The Panel also recommends that required care plans for 
children in foster care include thorough periodic assessments^ and 
statements of the children's health needs, the health services being 
provided, and the agencies or individuals responsible for providing such 
services. ^ 

Migrants and farm workers often have inadequate access to publicly 
financed health And social service programs, which typically depend on 
stable residency as a criterion for eligibility. The Migrant Student Record 
Transfer System, a computerized system enabling educatioii authorities to 
track migrant children from school to school, should be used to link 
migrant health service programs so that selected health information can 
move with^the child as families change location. In addition. State health 
plans should contain explicit provisions for meeting migrant health care 
needs. 

Native American children also have special health care needs. Increased 
numbers of Nativ^ Americans should be helped to enter the health 
professions: more team care should be available; alcohol abuse and other 
behavioral problems should be effectively addressed; water and sanitation 
services should be expanded; and primary care for urban Indians should 
be improved. - . ^ 
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While refugees, -^entrants," and Ulegal inimigrants aU share common 
problems in obtaining health services, they are treated quite diffcrenUy by 
and public poUcy. For refugee children the mam problcni is the 
SILoTtfn^ty whiS is^buUt in by the S-year elipbility L^t ^r bei^fUs 
under the Refugee Act of 1980. No distinction should be made between 
^^Vccs and Entrants- in determining eUgibility for health care for 
chU^en and pregnant women. In areas where illegal immi^ants r^prfsent 
a significant component of medical indigents means should be sought by 
the Congress, the Department of Health and Human Services (DHHS) 
and the States to provide fiscal relief to hospitals and primary care 
providers requiring such assistance. 

Chapter 9: Finanriiig Health Services 

The way in which health services arc fmanccd is the single most 
important determinant of how the health care system operates what 
services are available, which professionals provide those services, and who 
wUl receive them. Current public and pjivate third-party payment systems 
provide incentives that result in an allocation of physician time 
distribution of physicians by speciality and location, and a manner of 
orovidinc health services that coUcctivcly are unresponsive to a sigmficant 
part of patient needs, cspeciaUy those of children and pregnant women 
and that unnecessarily drive up health care costs. Further, current 
financing arrangements leave milUons of Americans with no pubUc or 
private health insurance protection whatsoever, and many milhcns more 
with crossly inadequate coverage. , _ „ 

Purchasers of health insurance, public and private third-party paycre, 
and health care providers, should take steps to modify and create 
aUcmatives to prevaiUng methods of reimbursmg health professionals and 

''''''''':^^:;^nf^^yrncnt schedules and methods to reflect the value of 
counseling and other, time-intensive aspects of primary care and to 
decrease inappropriate incentives for performing technical proce- 

• Mo%' widespread use of alternatives to fce-for-service payment 

methods* ^ 

• Methods of reimbursement that offer equal incentives for traming 
health professionals in ambulatory care and mpatient settings^ 

Third-party payers and purchasers of health insurance need better 
guidance on wlSch services are in fact needed, who is quahfied to provide 
dicm and under what circumstances. The Board on Health Servic<^ 
Standards recommended in chapter 5 is d<^if^<^^^^^^,. P'j^^^^^^f"^^^ 
iruidance. and also to provide information regardmg the hkely -f^^^ 
S^d-paSy payment policies and practices on the availabihty of n^cd 
servi.^, prof«sional V^rsonnel, faciUties, and other components of the 
health care system- 

Private Health Insurasice 

The potential of private health insurance plans for advancing maternal 
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and child health remains to be fxilfilled. Toward that end. the Panel 
recommends that State insurance commissioners review private insurance 
policies approved for marketing in their States and grant certification to 
those that meet the health needs of children and pregnant women. In 
determining which policies merit certification^ the States should use 
criteria advanced by the proposed Board on Health Services Standards. 

Medicaid 

The Medicaid program has removed economic barriers to needed care 
for many poor families. However, the adequa<;^ of the program varies 
greatly among States, and in sori^e instances, restrictive St^te policies 
result in tremendous economic hardships and barriers to needed care for 
millions of families* For example, in 19 States, women who are pregnant 
for the first time do not qualify for prenatal benefits. Only about two- 
thirds of al) poor children are eligible for Medicaid; and an estimated 7 
million children who meet Federal criteria of poverty cannot receive any 
Medicaid benefits at alL This is because many States do not allow children 
of two-parent families to participate in Medicaid, because income 
standards for eligibili^ are low in some States, and because many who are 
eligible during part of the year lose eligibilty when family circumstances 
change. 

Many ciirrent problems with the program could be ameliorated without 
changing its basic structure as a Federal-State program focused on the 
poon Tlie most important improvements are incorporated in several 
versions of the Child Health Assurance Program (CHAP) pending before 
Congress; these improvements should be promptly enacted. Specifically, 
the Panel recommends immediate action to establish a uniform national 
income and resources standard and the extension of eligibli^ to all 
children and pregnant women who meet that test, regardless of family 
status or other conditions; to require coverage of a, uniform national 
package of services; to include all qualified providers; and to provide 
Federal incentives to the States to expand access to services and 
encourage continuity of care. 

7V/a£rona7 Health Financing Programs 

Even if the improvements we recommend are made in private insurance 
and Medicaid, some people will remain uncovered by any form of health 
insurance, public or private, and many parents will still be forced to 
choose between health care for their children and the purchase of other 
necessities. 

It is the Panel's conviction that the health care needs of children and 
pregnant women will be best serv'cd over the long run by a national health 
financing program that ensures universal entitlement to health care. If 
such a plan cannot be put in place relatively soon, the Panel urges 
enactment of national health insurance for prr^nant women and children 
to IS. If it proves necessary to phase-in eligibility even for this population, 
the Panel recommends starting with a program covering all pregnant 
women and children through age 5. 
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Grant Programs 



The Panel supports the use of expanded grant programs to: 

• Encoiirage the development of resources in geographic areas 
where the personnel, facilities, or delivery mechanisms to provide 
health care services are unavailable, and to finance demonstra- 
tions of new and better ways to defiver such services. 

• Pay for services that are more appropriately financed through 
grant programs Jian through third-party payments, and for those 
where more informauon is still needed regarding the most 
effective methods of payment- . j- 

• Pav for comprehensive services for persons such as handicapped 
children who have health care needs best met through special 
systems or programs- 

• Pay for health services for those persons lacking other sources ot 
payment, such as migrant workers, poor individuals not eligible 
for Medicaid, and illegal immigrants. 



Section IV — Governmental Relationships 

The Panel concluded that the interrelationship of local. State, and 
Federal Government^ in the area of maternal and child health needs 
reordering and simplification. Suggested changes pertain not only to 
agencies that provide or support services directly, but also to those that 
perform broader functions such as planning, momtonng, and advocacy- 
Chapter 10: Structuring the System 

The major health and health care objectives the Panel has identified can 
be attained without creating major new pubUc programs. But it is essential 
to enhance the complementarity of existing programs, clarify responsibih- 
ties for those making poUcy and administering programs, and achieve 
improved coordination and program management. 

The Panel believes that the current disarray of programs and policies is 
sufficient to merit a major modification in the NaUon's policies and 
proerams for improving the health of mothers and children —equal in 
sigiSficance to the creation of the Children's Bureau in 1912 or the passage 
ofOie Title V legislation in 1935. The agenda this time must be to 
simplify program oversight and management while ensuring the achieve- 
ment of specific, socially agreed-upon objectives. We propose that various 
steps be taken to establish more coherent State and Federal adnumstrauvc 
structures, to redefine the appropriate relationship between State and 
Federal authorities responsible for relevant programs, and to improve 
local service coordination. ,i , , 

Every State should work toward placing authority over all relevant 
funding streams in an appropriate division of the State health umt, and a 
strong unification of effort should be promoted around aU aspects of care 
for children and pregnant women, including handicapped children- 

While it is difficult to increase both State autonomy and FederaJ 
accountability simultaneously in working toward national objectives. 
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teverml steps can be taken that wiU serve both purposes. These include 
Federal anoountability mechanisms that stress the Federal role in 
establishing broad performance objectives and standards and the State 
role in selecting methods for attainment of these: Joint applications and 
r e p orting forms for all Federal programs related to the health of children 
and pcegnant women; a new set of coordination criteria to be met by all 
new or continuing legislation and program regulations; and interagency 
agreements to identify areas of responsibiUty* define q>ecinc steps to be 
taken, and assign realistic time frames for the attainment of goals. 

'Utte V continues to be an essential element for providing health care 
services and for increasing the coordination of all State and Federal 
programs relevant to the health of children and pregnant women^We 
recommend that Htle V be revised and expanded, according ^t<P the 
^>eci6cations detailed in volume II of the report, to provide the^ikecessary 
leadership and policy focus. : ,j : ^'. 

It is e^>ecially at ^e local level that the efT >rts of service pto^dcss must 
be sin^lified and unified in order to provide effective services. At 'least 
two types of local initiative have proven successful: the establishment of a 
single point of service administration and budget control, and the 
development of improved methods of case management and case 
advocacy. Each locality should designate a lead agency or publicly 
appointed body to assess whether,. the existing netwc»-k of private and 
public health care arrangements is sufficient to meet the health care needs 
of local children and pregnant women, and to recommend changes as 
needed. 

- We also urge Federal, State, and local authorities to take a number of 
steps to better harness existing policy functions applying to all public 
health programs. These , functions include planning, quality assurance, 
develop m e n t of information systems, research and demonstrations, 
technical assistance-consultation, and advocacy. 

dMpter 11: Federal Admiiiistnitive Anrangements 

The new national conmiitment to protect and promote the health of 
mothers and children which this report advocates can be best advanced at 
the Federal level through the creation of a Maternal and Child Heal^ 
Administration (MCHA) within the Public Health Service, to be made up 
of the existing Office of Maternal and Child Healthy the Adolescent 
Health and Pregnancy Prevention Program authorized by P.L. 95—626, 
family planning services supported by Title X of the Public Health 
Services Act^ and possibly other programs at some future time. 

Maternal and Oiild Health Administration functions should include (a) 
operation of these programs; (b) authoritv Co review and comment on 
major policy issuances^ including propc^5c<^ budgets and legislation, 
developed by other agencies within DHHS i^^t conduct activities directly 
related to maternal and child health with a view toward achieving better 
coordination of programs; (c) assistance to the States on maternal and 
child healtb^related topics to help ensure that all mothers and children 
within their jurisdictions have access to needed services; (d) responsibility 
for setting national standards by which to assess the adequacy of the 
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States* progress in ensuring the availability of the minimum set of basic 
essential services; (e) coordinating the maternal and child health programs 
of DHHS with related programs in other departments, such as the WIC 
program of the i:>epartmcnt of Agriculture, and the Education for All 
Handicapped Children activities of the Department of Education; and (0 
research and advocacy. The primary value of the MCHA, in the Panel's 
view, is that it would be an organizational entity of sufncicni stature and 
presdge to mobilize and coordinate programs and sources of funds in 
many separate agencies in the service of improved maternal and child 

health. . ^«^r^^ 

The Panel decided against recommending that the EPS DT program be 
moved from the Health Care Financing Administration (HCFA) into the 
new MCHA. We concluded that its removal from the rest of Medicaid 
would create delays and disruptions in providing services. More impor- 
tantly, its relationship to other maternal and child health programs 
represents a small part of a much larger issue— the relationship of all 
Public Health Service (PHS) programs to. all programs administered by 
HCFA. A number of steps should be taken to link the service orientation 
of PHS with the financing and management capacity of HCFA. The 
establishment of the proposed Board on Health Services Standards couid 
be expected to supplement HCFA's existing expertise in management and 
cost-containment and thus enable it to perform a broader mission 
including health promotion and disease prevention. We recommend that 
the Secretary of DHHS give urgent consideration to other possible steps in 
this direcuon, such as making both PHS and HCFA responsible to a hew 
Under Secretary for Health. ^ , 

The Panel also proposes the creation of a National Commission on 
Maternal and Child Health, appointed by the Secretary of DHHS to 
report every 3 years on the health status and unmet service needs of 
mothers and children; to recommend policy changes in Federal maternal 
and child health programs, cspeciaUy to improve their effectiveness and to 
enhance coordination among programs; and to serve as an advocate, 
particularly in Congress, for the health needs of mothers and children. 

We also recommend joint oversight hearings by the appropriate 
committees of House and Senate to increase the coordination of maternal 
and child health programs that fall within the responsibilities of different 
committees. 

Section V — Manpower and Research 

Many of the Panel's recommendations suggest new roles and relation- 
ships among the health professionals who provide care to children and 
pregnant women, and underscore the importance of continued and 
expanded research. 

Chapter 12: Health Professionals 

Many of the views and recommendations presented in this report 
contain major policy implications regarding the training and deployment 
of professionals in maternal and child health- These mrlude: 

• The changing profile of primary care needed by mothers and 
children, with its emphasis on health promotion and disease 
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preventioa activities, requires new components in the training of 
all prfoiaxy care providers. 

Meeting the hoslth needs of pregnant women, children, and 
adolescents will increasingly require a team approach to the 
delivery of primjuy care. 

The anticipated increase in the overall supply of f^imaiy health 
care providers in the coming de c ad e makes possible, but does not 
by itself ensure, better access to health care for those most in need. 
Improved distribution of services will depend, among other things, 
on alterations in the deployment of National Health Service Corps 
personnel and on creative use of providers with different levels of 
training and expertise. 

Training of maternal and child health personnel involved in 
program administration and policymaking at the Federal, State, or 
local lev^ must be modified to equip such professionals with the 
broad range of skills required for management roles in complex, 
interrelated service syartems and to bridge the worlds of matemai 
and child health, obstetrics, and pediatrics. 

13: ReacMch 

Panel emphasizes the importance of research directed toward 
increasing understanding of the biomedical, bdiavioral, and environmen- 
tal determinants of health and disease, and toward the improvement of 
.jOur health delivery system. A wide array of scientific disciplines, pursued 
at both the fundamental and the applied levels, must be employed — 
biomiedical, bdiavioral, and social research, the population-based health 
sci en ces, healdi services research, and related disciplines. 

The Panel vigorously supports the pluralism of resear^ orientations 
and agencies currentfy siq>p<»led by the Federal Government, but 
l ofo gni res such diversity of cdSbrt requires bread-scale research planning 
and coor di nation- We rec om mend that the Assistant Secretary for Health 
undertake periodic and careful review of the activities of Federal agencies 
s up p orti ng health research, and of the relationship of current research 
priorities to the evolving needs of mothers and children, to mfnimiw the 
risk of significant developing in the total research efiTort. 

We call attention to several research domains of ^>ecial importance: 
^idemicriogy, prevention; social and bdiavioral aspects of health, health 
policy, evaluation research, and research on environmental risks to health. 
We also recommend strongly that support for fundamental research in the 
health sciences be sustained and increased as opportunities emei g e and 
resources allow, and that ^>ecial efforts be made to ensure that st^pport for 
new or n e g lected areas of research not be made at the expense of 
fundamental research. 

To support many of the research needs we identify and to inq>rove the 
content, organization, and financing of health services, a more adequate 
pool of statistical and survey data is needed on a great variety of maternal 
and child health issues. We stress simultaneously that massive amounts of 
data already in hand are inadequately analyzed and reported. 

Because a well trained, steady sapply of researchers is a cornerstone of 
any national strategy to prevent disease and promote health, we view the 
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. It trend toward erosion of training support with great concern. Also, 
.-"-^v. to further stimulate research on the health issues and inierven- 

'*^ '^h arc particularly important in primary care and to maternal 

s.ad child health, the Panel recommends that research training opportuni- 
ties be increased in ambulatory primary care settings and other settings 
oriented to health promotion and disease prevention. 

PLAN FOR ACTION 

The Panel views the spectacular improvements in child health achieved 
by this nation in the past half century as providing a firm foundation on 
which to build for the future. We have identified the areas in which major 
problems persist and further improvements ^e urgently needed. 

To clarify the interrelationship among the many recommendations we 
make throughout the report, we propose three sets of goals. 

(1) The first set of goals is directed at ensuring that all needed health 
and health-related services are available and accessible to all 
infants, children, adolescents, and pregnant women: 

• First, to ensure universal access to three sets of minimum basic 
services: prenatal, delivery, and postnatal care; comprehensive 
care for children through age 5; and family planning services. 

• Second, to bring about the more effective operation of 
governmental activities aimed at improving maternal and 

^ child health. 

^ Third, to improve the organization of health services to reach 
those population groups with sjjccial needs or at ${:>ecial risk, 
including adolescents, chronically impaired children, children 
in institutions and foster care, and children in the families of 
migrant and farm workers. Native Americans, refugees, and 
illegal immigrants. 

• Fourth, to ensure that a family's economic status shall not be a 
bar to the receipt of needed health services or determine the 
nature and source of such services, and that the: use of such 
services shall never reduce a family to penury. 

• Fifth, to ensure that every child from birth to age 18 and every 
pregnant woman has access to a source of continuing primary 
care. 

• Sixth, to ensure that every family, child, and pre^iant woman 
has access to all services identified as "needed," not merely 
those basic rp^"ir"al services which are part of our first goal. 
This includes genetic, dental, and mental health services and 
services to respond to health problems with major social and 
behavioral components, 

(2) The second set of goals we propose addresses the influences on 
maternal and child health which lie beyond the reach of personal 
health services: 

• First, to encourage all efforts aimed at reducing accidents and 
risks in the physical environment, and to bring about greater 
recognition of the particidar vulnerability oT-children and 
pregnant women to environmental risks. 
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• Second, to promote greater understanding and Jtbceptance 
the critical role of nutrition by private industry. Qovernment, 
the media, the schools, and commimity groups as well as by 
the health system. 

• Third„to enlist the schools, the media, industry, and voluntary 
'^associations, as well as the health system, in far more vigorous 

efforts to help individuals adopt and sustain behaviors that 

enhance health and well being. 
(3) The third set of goals we propose is directed at building the 
knowledge base necessary to further enhance maternal and child 
health: 

• First, to encourage both the public and private sector to 
pursue a wide range of research spanning not only the 
biomedical and behavioral sciences, Dut also the population* 
based sciences and health service research. 

• Second, to recognize that fundamental research remains the 
cornerstone of many past and future advances in health. 

• Third, to ensure that an adequate portion of research support 
is directed to the special health problems of mothers and 

^ children. 

It is clear that p r o gre s s toward achieving these goals .will require 
integrated and coherent action. We recognize the difficulties involved in 
achievingsuch action, especially if tfte necessary steps involve any 
iundam^tkl change. With an eye to constraints on both available public 
funds and advocacy energies, we suggest that many changes can be made 
incrementally without HimiTii^hiTigr their effectiveness, as long as there is a 
dear vision of long-term goals. We urge policymakers and advocates, in 
adopting such an approach, not to lose sight of the relationships among 
the parts. 

Pro gress tgi^ard these goals will also require considerable attention to 
detaiL For this reason, we devote the second volume of our report to 
spdUng out the implications of our recommendaticms for immediate 
action to improve five Federal programs with a major impact on child 
health: Medicaid and EPSOT, the WIC Supplemental Food Program, 
Title V (Maternal and Child Health and Crippled Children's Programs) of 
the So«al Security Act, the Education for All Handicapped Children Act 
(P.L. 94-142), and Community Mental Health Centers and Service 
Systems. In volume III the Panel also presents a compendium of 
background data on various aspects of maternal and child health, and in 
volume IV a series of relevant background papers. Both are intended to 
provide additional information to assist policymakers and the public to 
arrive at informed Judgments in their efforts to improve child health. 
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SECTION I 



INTRODUCTION 



CHAPTER 1 

MAJOR CONCERNS 



The Sfelect Panel began its work by collecting information from 
hearings* background papers, interviews^ site visits, and expert consulta- 
tions in an effort to identify and better define major policy issues in 
maternal and child health (i). In this process, we discovered a substantial 
convergence among diverse groups and individuals throughout the 
country, including parents* health care professionals, researchers and 
policymakers, on five overriding problems or concerns. All can be simply 
stated, although their implications for new policy directions are not always 
as simple to analyze; All focus on domains of health policy where 
considerate pr o gress iias be^'m made already and the Nation has much to 
be prf>ud of, but where much stiU remains to be done: 

m Many forms of disease prevention and health promotion are 
demonstrably effective, especially for children and pregnant 
women, but are still neitibier widely available nor widely used when 
they are available. 
m On the average, the health status of American children has 
in^roved dramatically over the past two decades, but not all 
groups have shared equally in the progress. Sharp disparities 
persist in both health status and the use of health services 
according to family income, ethnic ba^ground, parental educa* 
tion, and geographic location. 

• The profile of c^iild health needs has changed significandy over 
the course of this century, partly as a result of our success in 
combatii^ infectious disease. As a consequence, our definition, 
organization, and financing of child health care must be modified 
to deal effectively with the psychological, social, and behavioral 
factors that are now mafor determinants of child health status. 

• Whereas the family is and will remain a major influence on ^lild 
health and the determining factor in how ^uld health services are 
used, the current health care system seldom recognizes or supports 
this role. Nor does the system admowledge or address the health 
inqdications of the ^K^^gir^g composition and circumstances of 
the American family . 

• The Nation^s investmrat in publicly supported maternal and ^lild 
health programs has been accompanied over the past two decades 
by a serious splintering of purpose, governance, and oversiglit 
icsponslbility. 



This ^tmptmr m devoted to describing these concerns, although they all 
have been at least partially addressed in numerous other recent papers 
and reports, i^icfa are referenced throughout the text and provide far 
moie detail than can be given here. Subsequent chapters return to these 
oonoems as central thmr^, and focus on how the Nation can most 
dTectively oome to nips with them in the 198Qrs and beyond. AU ^utistics 
found in the report, except those referenced at the end of each chapter, 
can be found in volume III {2}, 



THE CASE FOR EMPHASIS ON PREVENTION 




A very strong case can be made that various types of prevention and 
health promotion work, and that they are not receiving the emph a ti s they 
deserve. Renewed interest and co ns e nsu s on this point is reflected 

in the lec^t Surgeon OeneraTs Report, Hcmhby Ptoopte; which empha- 
tK^« • umxovement in health status of our citizens will not be made 
□cninandy through treatment of disease, but rather through its 
mtion** iJy. The report points out that preventive measures were in 

. put r espo nsi ble for major gains in health status in the past— through 

impffovements in ♦Wt, hoviing* nutrition, inmranizatioiis, oontraoqp- 
ti^ and other developments. It « generally agreed that many of the 
lemainiitt bealdi problems win not be resohwd by cm disMse^mented 
medical Zm system, however skilled its personnd and sophisticates its 
technology^ hut rather by improving the fdiysical and social environiiMmto 
in whidx we Kve, and by c ha nging indrvidual b^vior. For the conmig 
^t^ cm^, the Natiott*s preventive care agenda must be revised to combat 
itewly emergent or newly understood environmental risks and self- 
damaging fbrms of bdiavior. 

The potential beiftefits of prcveiitivc care and health promotion are 
especially gjeat for mothers and young children. This is partly because 
p^^tjyp ntfl^"~^ and the avcndance of hazards at the beginning of the 
fife <7cle can lead to long-term benefits, and partly because a dt^nopor- 
tionate number of the most effective preventive care measures are directed 
toward pcesnancy. birth, axkd the eariy years of life. A Canadi a n task force 
recently cmnpieted a critical review of the effectivcaiess of numerous 
preventive care interventions, rsnking them according to the quahty of 
Evidence to siq>port a recommendation that they be in<duded as |» rt of 
•routine health care for particular age groups (4). In the categories of 
prenatal care and caxe for infants and cfaildreo, the task force fou nd an yle 
evidence of effectiveness for various forms of counseling, screcmx^ 
immunization, testing, and follownp. This list and others Kkc it form the 
basis for the Panel's recommendations regarding needed services, found m 
chapter S of the report. 




The main problem, therefore, is not that we lack effective preventive 
techniques to assist infants, young children, and pregnant women. 
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but tfaftt techniques of known efTectiveneM stUl heve not been applied 
widely enfrtigb. Oeta on tnedequatc availability and use of essential 
preventive care are to be found in a variety of recent surveys and reports 



Prenatal care is clearly related to positive p regn ancy outcome. Many of 
the risks associsted with low birth weight can be identified in a first 
prenatal visit, and steps can be taken to prevent or correct them. 
ConverKly. late care or no care is associated with low birth weight, 
increased prematurity rates, increased stillbirths, and increased newborn 
mortality. A pregnant woman v^io receives no prenatal care is three times 
as likely as others to have a low-birth-weight baby (one weighing less than 
2,500 grams, or about 5.5 pounds). In 1977, neonatal, post-neonatal, and 
inlant death races were four times higher fcxc babies bom to women who 
received no prenatal care than for those receiving at least some care (J. 6). 

Despite the effectiveness of timely prenatAl care, fully one-quarter of all 
pregnant women receive none at all or only belated care. These 
percentages are significantly higher among poor, bladk, adolescent, and 
unmarried women, those in rural areas, and those over 40 — the very 
groi^ most likely to be at high risk firom other causes. 

Via tiie provision of prenatal care, public p<^BCy can have a demonstra- 
ble efiTect on pr^nancy outcomes among high-risk populations. In New 
York City, f<Mr example, pid^idy suppOTted Maternity and Infant Care 
(MIQ prefects provide prenatal care for' 1 in every 12 births to city 
residents. Throughout the 15 years the program has been in operation, 
perinatal mortality rates have been consistently^lower for MIC patients 
than for other patients living in districts where the clinics are located, and 
also lower than average rates for New York City as a whole (7). 



Few would disagree that all American children should receive the basic 
health protection of immunizations. Yet as recently as 1976, one- third of 
all children under 10 were iu>t proper l y protected against seven major 
childhood ^f^f*** — measles. mun^>s, rubeola, polio, diphtheria, pertussis, 
and tetanus. All seven diseases can be fully prevented by immunization; • 
their occurrence can result in severe disability or, in some cases, death. 

Since 1977. as a sesult of the highly effective Childhood Immunization 
Initiatxve carried out by the Public Health Service in collaboration with 
local school districts,. State and local health departments, professional 
medical societies and interested lay groiq>s, this percentage has been cut 
dramatically. By the time children enter elementary schoc^ only 7 per cen t 
now lack polio, diphtheria-pertussis-tetanus, or rubella vaccinations, and 
fewer stQl lac^ measles or mumps vaccinations iS}. The initiative 
demo ns trates that Federal effort in close cooperation with State and local 
authorities from various service sectors can exert a strong and positive 
influence. Although this campaign has yielded a satisfactcMy outcome in 
the short term, it must continue so that new cohorts of children entering 
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school in the 1980rs wiU be likewise protected Recent epidemics of 
measles an4 pertussis, and occasional recurrences of diphtheria and polio, 
remind us that immunizations must be received by each successive 
generation. Well-orpuiized efforts could improve present immunization 
levels and fid the Nation altogether of certain infectious diseases, 
including measles and rubella. 

Netritiooal Care 

Both the course of pregnancy and the condition of the infant at birth 
are affected by the mother's diet. Subsequent growth and development of 
young children also depend on adeiquate and balanced nutrition. 
Improper nutrition makes it more likely that exposure to infection will 
result in that resistance to disease will be weakened, and that 

associated complications of disease will result. 

In spite of these generally acknowledged facts, a. sizable percentage of 
all pregnant women exhibit nutritional deficiencies or imbalances, 
especialty iron deficiency. Likewise, over 90 percent of all low-income 
children are below the recommended dietary intakes for iroxu and over 50 
p er cen t are lacking in one or more essential vitamins (9). Nutritional 
problems are especially serious for teenage mothers, who must nourish 
their own rapid devdopment as well as that of the fetus. 

Once again, preventive care programs exist that have shown measurable 
positive results. The U.S. Department of Agriculture's (USDA) Supple- 
mental Food Program for Women, Infants, and Children (WIC), for 
example, has demonstrated a positive influence on weight gain during 
pregnancy and on birth weight through nutrition counseling and food 
supplements for low-income women. More is said about this and other 
rlTective nutrition programs in chapter 4. 

Eviy rh ffilhiM*** Screening for Vision and Hearing IMects 

As many as 20 percent of all children in the United States have 
proMems of visual acuity and another 5-7 percent have some form of eye 
About 10 percent of all jchildrcn have hearing deficits (iO). Many 
vision and hearing problems can be idaatified in infancy and in the 
preschool years and some, if not identified and treated at this age, can 
have lasting detrimental effectss. One example is cataracts, whose 
degenerative effects are far more severe if not treated early. Another is 
strabismus (misaligned eyes), which if uncorrected usually results in long- 
term visual deficits, loss of binocixlarity. or both. A third example is 
congenital or infection-related deafness, which if imtrcated in the young 
child may inhibit cognitive and language development. 
" Screening and treatment for vision and hearing deficits are well 
developed aspects of primary medical care, yet a surprisingly high number 
of defecu go undetected or untreated during -the p/eschool and school 
years, especially^ among low-income children. Where screening programs 
have been well implemented by local public health and school authorities, 
results have often been positive. But national prograntis and policies that 
oduld^ .assist in more thorough screening and foUowiqj for low-income 
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children, .kidudiog the Early and Periodic Screening, Diagnosis, and 
Treatment (EPSDT) program under Medicaid, still have far to go before 
reaching all those who need care ill). 

PkevenCive Dental Care 

Dental caries and periodoipial disease are the two most common orai 
diseases of children. Both^e largely preventable. E>ental caries alone 
affect 95 percent of the population. By age 1 1, tl\e average American <diild 
has three permanent teeth damaged by decay, and among low-income 
children, the number is significantly higher (i2). 

The most eflTective method to prevent decay is fluoridation of water 
supplies or topical fluoride treatment. Yet approximately one-half of all 
American children live in areas without fluoridated water. Programs in 
school-based screening and education for oral hygiene have been effective * 
in some areas over the years, but recently have not grown in number. 
Likewise, the EPSDT program has increased the use of early dental care 
by Medicaid-eligiblc children, but only about 20 percent of the target' 
population has been screened, and only 25 percent of those screened have 
actually been referred for treatment ( i J). 

AcrMeftt Prevention " ' • . - 

'^Accidents are the leading cause of death and disability among children 
and adolescents. Motor vehicle accidents alone accoimt for one-fifth of all 
child deaths each year, and 20 percent of all persons who die in motor 
vehicles each year are teenagers. Other accidentid deaths and injuries most 
commonly result from drownings and bums, falls, misuse of household 
products, or various forms of substance abuse. 

Certain availabfo forms of prevention are very effective in combating 
accidents. Especially useful are those that do not require voluntary 
personal behavior, but instead restructure unsafe aspects of the child's 
enviromnent. As an example, it is estimated that one-third of all passenger 
fatalities could be avoided if aU cars on the highway were equipped with 
- automatic restraints (i-^)- Child-resistant containers have resulted in a 
sharp decline in the accidental ingestion of prescription drugs by children. 
Other examples of s\iccessful techniques for environmental risk reduction 
are numerous, but few of them nave been instituted or encoiuuged widely 
as a matter of public policy ( IS). ^ 

FamOy Planning 

The best way to prevent many childhood problems is to make sure 
children are wanted. Studies have shown that parents -n^o plan and space 
their children have fewer low-birth-weight babies, as do those who wait to 
have children until they are beyond their ea: ly teens. Private, public, and 
religious group-sponsored family planning programs have made impres- 
sive progress over the past decade in reducing unintended pregnancies, 
but an estimated 3 million poor and near-poor women, and appi«oximately 
2 million sexually active teenagers in all income groups, still are not 
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receiving needed'help. Partly as a result, unwanted pregnancy continuies to 
exact a heavy toll in health and emotional costs fsom individuals and 
society. In fact, estimates indicate that each year about 300,000 unwanted 
births oG^nxr. to married couples; 1 million teenagers become pregnant, 
many unintentionally; and 450,000 out-of-wedlock births result, half of 
them to teenagers (/6). 

Although more examples, could be cited, there is no reason to belabor 
the point. Numerous children and pregnant women still do not receive or 
practice even those forms of prevention and health promotion we know to 
be highly effective. It is easier to document this problem, however, than to 
make realistic proposals for solving it. The barriers to appropriate use ar e 
both varied and numerous, including financial disincentives to parents 
and health care providers, disincentives in the organization of health care 
services, and attitudinal factors- Succeeding sections of this report address 
the issue of how public policies should be devised or modified to provide 
'stronger incentives for an emphaSis on prevention and health promotion. 



Costs and Benefits 

In an era of high inflation and tight fiscal constraints, all public 
programs have come under sharp scrutiny as taxpayers demand, and 
policymakers seek to provide, evidence that programs are providing 
benefits commensurate with their costs. Therefore, it was not surprising 
that in the course of collecting information on current niatemal and child 
health programs and policies, the Panel was urged repeatedly by 
policymakers and child health advocates, as well as skeptics of all stripes, 
t& produce detailed and compelling cost-benefit or cost-effectivenes&^ata. 
We recognize the political realities underlying this advice, and while we 
would caution that there are limitations to the usefulness of cost-benefit 
analyses in the health field, there is ample evidence that services for 
pregnant women' and cluidren constitute an exceedingly cost-effective 
form of social investment. ' ^ 

Public health professionals have defined three ^evcls of ps;evention. 
Primary^^ention atten^ts to avoid tbe developmCiZ' of a disease by 
techniques of protection (inununizadon or environmentai control) or 
promotion (education or nutritioa). Secondary prevention is equivalent to 
early diagnosis and prompt treatment (screening and followup). Tertiary 
prevention is aimed at reducing the effects of irreversible illness to limit 
disability and promote rehabilitation (insulin ther^y for diabetics, 
training programs for the mentally retarded). Recent cost::effectivcness 
data on services of all three types sugg€fst that a substantially greater 
emphasis on preventive health and mental healin interventions is 
warranted as a form of social investment- 
Some of the clearest examples are from the realm of preventive medical 
and dental care: 

• A study by the Centers for Disease Control showed that $180 
million spent on a measles vaccination program between 1966 and 
1974 saved $13 billion in medical care and long-term care by 
reducing deafness, retardation, and other problems ( / 7). 
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m A 1977 General Accounting Office report to the Congress found 
the cost of genetic screening at birth plus early treatment for seven 
common disorders was less than one-eighth the projected cost of 
caring for an impaired child over a lifetime, evexr without taking 
into accoimt the extent to which inflation would drive up long- 
term costs (/^). 

m Another study examined the costs and benefits of four ^pes of 
preventive care provided in some early childhood demonstration 
programs in Texas — vision screenings hearing screening, preven- 
tive dental care, and identification of congenital malformations. 
For each State dollar spent, the study found, more than $8 was 
saved in long-term care costs and in income loss avoided 

m The Surgeon General^s Report on Health Promotion and Oisease 
Prevention points out that dental caries cost $2 billion per year to 
treat. A recent analysis reported by the Centers for Oisease 
Control shows that for every additional S 100,000 spent on water 
fluoridation, 500,000 cavities are prevented. If each cavity costs 
$10 tc^fill, this suggests a cost-benefit ratio of l-to-50 in favor of 
fluoridation (20). 

Such examples cannot even begin to convey the dramatic qualitative 
difference p»^ventxve care can make in jthe' lives of many children whose 
prospects, even two decades ago, were bleak indeed. A case in point was 
provided by a June 2^ 1980 article in the Miaxni Herald contrasting the 
exceUent prognosis for an infant whose hypothyroidism was diagnosed in 
Florida's new screening program for inborn errors of metabolism^'with the 
situation of a 40-year-old woman whose hypothyroidism was detected too 
late to treat. The baby is being successfully treated at home with pills 
costing pennies apiece; however, the woman has an intelligence quotient 
(IQ) of less than 35 and is permanently institutionalized at an annual care 
cost of $24,000. 

Many procedures identified with preventive medical care are an 
important component of preventive mental health as well. Substantial 
gains have b ee n made in preventive mtmtal health in recent years through 
genetic counseling, amniocentesis, improved prenatal care and delivery, 
metabolic screening and foUowup of infants, immunization, and measiu'es 
to reduce childhood accidents and poisonings* All of these measures may 
reduce central nervous ^^tem damage, with major long-term costs savings 
to families and to society. 

Preventive Edocatkm and Counseling Programs 

Whereas evidence of cost-effectiveness is relatively easy to find 
regarding preventive medical care, it has proven harder until recently to 
produce such evidence in the broad realm of preventive education or 
counseling programs designed to enhance parenting skills and the mental 
health and competency of the young chikL This is largely because cost- 
effectiveness analysis based on the long-term outcomes^of such programs 
poses a major methodological chaUenge. But recent analyses suggest that 
attendance at preschools, and efforts in parent education, can themselves 
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be a form of prevention, especiaUy for children at risk of health problems, 
child abuse, or school failure. 

One cost-benefit study on a limited cohort of children who attended a 
compensatory preschool in Ypsilanti, Mich., and were foUowed thereafter 
into high school, identified two major health-related benefits. A goodly 
portionof total costs of the preschool project were offset by later savings 
because, as compared to a control group, participant children required less 
special education and no institutional care when they reached elementary 
and secondary school. Similar fmdings have now been reported for a 
much wider array of compensatory preschool programs, and are summa- 
rized in a recent GAO report and in various scientific journals (2/). 

A number of other promising preventive approaches aimed at enhanc- 
ing child development involve the interaction of parents and skiUed 
counselors in the home. Among such programs is Home Start, a variation 
of the Head Start program which includes education, health, nutnuon, 
and social and psychological services. In Home Start, a home visitor 
serves as a role model and support for the parents, demonstratmg how to 
help the child develop and learn. Evaluation of the program has shown 
that, at least in the short term. Home Start children gain significantiy oyer 
control children on measures of development, and significant positive 
changes are produced in the way parents interact with their preschooler. 
The home visitor model has also proven in demonstration programs to be 
a cost-effective method of preventing child abuse (22). Home visitors need 
not be highly paid professionals, but rather part-time or full-time 

community workers. 

The Panel is convinced, on the basis of the testimony, research, and 
background materials it has reviewed, that preventive care should be 
broadly construed to encompass environmental, medical, and psychoso- 
cial interventions of many different kinds during pregnancy and the first 
years of life. Nearly all forms of prevention are mexpensive, both 
absolutely and relative to the costs of subsequent care for problems that 
arise in their absence. To withhold such preventive c^c m the jaame of 
cost containment is penny-wise and pound-foolish at best, leaving aside 
the question of whether it is moraily defensible. 

Some Caveats 

Although the cost-effectiveness of much preventive care for young 
children pregnant women is clear, the Panel would cauuon thatsome 
majo^ li^titatLnf do exist, in the usefuhiess of the broad cost-t^j;^ 
frainework and point of view for policy determination^ both as ^ general 
paradigm and vJhen applied to children's services. Our r^rvauons in 
farge S^ure echo thoie presented in a recent report of the Office of 
Tefhnology Assessment (23), but we would argue that special ^^^^^ 
ne.5ded In applying cost-benefit analysis to children's programs and 

policies for several reasons: ♦^^^ „r 

.To measure the success of early interventions only in terms ot 
long-term outcomes places a difficult burden ^f proof on 
prolrams and policies for chUdren, and one which health care 
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poticy for no other group must sustain* Effects must be very strong 
to predominate over the impact of years of subsequent life 
exper i e n ce. We believe that» as with the elderly or 'any other age 
group, it also should ^ important to show that care improves the 
quality of children's lives in the short-temi. This humanitarian 
goal is as important as cost-containment or maximum retiun on 
social investment. 

• Cost*benefit analysis always involves assumptions about whether 
the status quo is acceptable and whether dollar values can be 
placed on human life. For example, providing prenatal care for 
the many women who currently do not receive it in the United 
States would cost somewhat more than we are now spending but 
would probably result in a significant reduction in infant 

c mortali^, birth defects, and developmental disabilities. How can 
one base a decision about this form of social investment on the 
^dollar value or opportunity cost of infant deaths and disabilities? 

• The ca^ise for increased preventive care cannot be argued solely on 
grounds of cost containment because not all forms of effective 
prevention will cut costs. Some may, and in fact should, increase 
them somewhat. Vision screening, for example, is only effective if 
those identified as needing glasses receive them. In simple dollar 
terms, it is undeniably cheaper to liave a generation of children in 
which IS percent cannot see well than to rectify this problem, even 
if national productivi^ suffers as a result* Again, it is difficult to 
design policies or calculate dollar tradeoffs without some prior 
statement of fundamental social values. 

• Choices about which investments to make with limited resources 
always involve a prior Judgment about the scope of permissible 
cost comparisons. If current national child health expenditure is 
perceived as the only frame of reference for analysis of alternative 

, investments, some very difficult choices are presented (e.g., is it 
good to invest in prevention of developmental disabilities even if 
this means reducing expenditure on some forms of needed acute 
care?). On the other hand, if total domestic health policy 
expenditure or tota! national expenditure is the frame of reference, 
cost comparisons and issues of opportunity cost broaden consider- 
ably (e.g., is it more Ousst beneficial to invest in early prevention 
than in various forms of high-technology intensive care? How 
should investment in preventive health care for mothers and 
children be compared with various types of national defense 
expenditure?)* We believe that current concerns about cost 
containment have driven many to consider cost tradeoffs only in 
the narrowest framework, and would submit that a broader range 
of cost comparisons is more appropriate. 

• In a mixed private and public health care system such as ours, 
cost-benefit comparisons involving public expenditure for the 
Nation as a whole may lead to different conclusions from those 
focused on individual families. For example, almost any kind of 
sophisticated, high-technology medical care may appear excecd- 
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inglY cosily to finance with tax doUars for aU who may need it, but 
wSl worth the cost to an individual family whose child may die or 
suffer permanent impairment without such care. 
We state suS reservations not because they arc new. but because they 
remind us of the false sense of precision that accompames many c<^t- 
bencfit comparisons. We would contrast the fuzziness and limited uuhty 
of broad cost-benefit statements with the undeniable usefulness of more 
narrow analyses comparing the relative cost-effectiveness ^two or more 
specific methods for Achieving a desired health outcome, -^e essence of 
SSbational preventive care policy is to be clear and limited m what we 
promise, to select specific objectives and techmques for achieving them, 
Ld to be vigorous iSTvaluating effectiveness so that money is not wasted. 



Most of the discussion to this point has focused on infants, young 
children, and pregnant women, because many of the best examples of 
c^ve preve^tivrcare arc to be found with these groups. The preventive 
care needs of adolescents are equally great, however, and contmue to 
present a major chaUenge to the health care system and other service 

"^eSw* adolescence is a period when many patterns 
behavior with major long-term consequences are first estabUshed. It « also 
a time when individuals experiment with substances and mod^ of 
brnavior, which, if adopted, can have major adverse conscqu<m«ss for a 
lifetime. Statistics on contemporary adolescents suggest that better 
preventive interventions are urgently needed for ^ ^oup. Increases in 
die rates of teenage pregnancy, sexuaUy transmissible chscase, smcidc and 
h^r^de, motor vc^clf^dents, alcohol and drug abuse are especially 

*^In^J^ rates of pregnancy among unmarried adolescents ^^vc been a 
particular source of concern. These have resulted from earher and more 
frequent sexual experience and inadequate contraceptive P^^^^^^^^^^ 
r>criod 1971-79, the proportion of girls 15-19 years old who had engaged 
^ p^iital i^terco\u^increased from 30 percent Jo 50 P^cent. More 
one-quarter of sexually active tecnaged ^Is m ^^79 had neveri^d 
contraceptives, and close to two-thirds of this group became P«gnmit 

^he ^oblem in this and other realms of adolescent ^^..^f 
oolicvmakers have not really known how to addr^s such problems 
S-cS^eW. Preventive measur'es for adolescents have been less clear-cut 
than for younger children, for at least the foUowing reasons: 

• Few adolescent problems are narrowly medical, and most adoles- 
cents at risk are not best served by narrowly problem-focused 
intei^entions or techmques involving only medical personnel. 

• Many adolescents do not seek out health care providers or 
personnel in the health care system to help them, except when 

acutely ill or injured. ^ ^ , . „ fu^* 

• Many of the health "problems" of adolescents are in fact 
symptoms, and preventive solutions are not necessarily best 
fbci^d on these symptoms alone (e.g., the availabihty of a job 
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tramiiig program may doMmore to reduce adolescent pregnancy in 
a bi^^-ffisk area diian~S5e existence of a special adolescent h^lth 
dtxiic). 

m Health programs generally regarded as successful among adoles- 
cents are often unique to a particular community and difficult to 
rephcate. 

• The controversy around age-of<x>nsent for teenagers, combined 
with controversy between those advocating children's rights and 
those advocating parents* rights, leads to ground where policy- 
makers and others fear to tread. 

m In some realms, such as sexual behavior, there persists a major 
political ambivalence about implementing even the least contro- 
versial preventive measures (better education about human 
sexuality and more widely available family planning services). 
This ambivalence persists among p>olicyinakers even though 
survey dara indicate most parents favor more open discussion of 
sexuality and other matters central to the healthy development of 
teenagers (24). 

As a result, national health policy toward older children and adoles- 
cents has been a nonp<^cy characterized by categorical programs 
fashioned to address limited health problems. The topic of preventive care 
for adolescents is raised in various chapters of this report, with the general 
view that the Nation still does not know how best to meet the preventive 
care needs of this age group and needs more research, demonstrations and 
analytic attention to the matter in the immediate future The tremendous 
in:^>ortance of adolescent health care is not questioned. 

Financial and Organizational Barriers 

Despite a growing recognition of the importance of health promotion 
and disease prevention, many financial and organizational barriers remain 
that limit l^e provision of such services* Foremost is the fact that 
preventive services are generally not covered by either private or public 
insurance. Insurance, by its very definition, is designed to spread widely 
the risk of incurring costs due to illness or injury. The concept of 
pr e ventive care does not even fall within such a traditional definition. 

In the absence of third«{>arty payment, preventive care is often simply . 
not provided — either because copsumers cannot or will not pay for it, or 
because unreimbursed providers cannot or will not offer it. Present 
incentives drive many providers to offer the most e3q>ensive and least 
^ pieven tiott H^iiemeJ lyp es'igf'ca re, which aie particnlarly^happropriate for 
children and fvegnant women. The result is that only a tiny percentage of 
our total national healdi e3q>enditures currently goes to some form of 
health promotion and disease prevention, despite outlays of $245 billion in 
1979 that are e?q>ected to total some $758 billion in another 10 years 
unless changes are made (25)* 

Organizational barriers also limit the availability of preventive care.'^ 
Physicians in solo practice or with only one partner often find it difficult 
to take the time to establish linkages with other service providers such as 
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schools, public health authorities, and social workers who can provide 
valuable preventive services; some of which may not be directly defined as 
^health care." Few health care settings, no matter how organized or 
staffed, have an outreach capacity — which may be important for reaching 
children and pregnant women most in need of preventive care. 

There is a new receptivity to health protection and promotion among 
many practicing health professionals and medical educators, but whether 
this is translated into new practice patterns will depend in significant 
measure on the creation of new financial and organizational structures. 
New approaches to prevention and counseling ha - e gained impetus from 
the growing realization among physicians that exclusive focus on physical 
medical concerns may not be the best way to spend a routine child health 
visit. Indeed, the basic concept of child health supervision is in transition 
(26). Because the health needs of yoimg and dependent children involve 
the family as well as the individual, effective preventive care for this age 
group must be broadly construed to encompass not only the particular 
intervention or procedure itself but also the necessary education and 
social support for the family to ensure its effectiveness. 

Effective prevention is often a matter of how services are organized, as 
well as whether an effective technique is available. As one example, a 
recent comparison of PKU screening efforts in the United States, the 
United Kingdom, and Ireland concluded that, despite identical climcal 
testing techniques in the three countries, diagnosis is more likely to be 
missed in the United States, and treatment delayed, because of inadequate 
coordination between in-hospital and out-of-hospital health care, and 
inadequate foUowup of yoimg infants in the community (27). 

Preventive efibrts can be greatly enhanced by a clear distribution of 
responsibiUty among health care providers, the schools, social service 
providers, public health authorities, environmental protection agencies, 
and others. Many truly effective initiatives involve close collaboration 
among these sectors. It is known, for instance, that among the most 
positive resiUts of recent social policy is the improvement of pregnancy 
outcomes from community-based programs that include social welfare 
and school-based as weU as medical components (2S). This type of joint 
effort is greatly to be encouraged, although at present most commumties 
do not provide sufficient opportunities for it. 

Limits of Prevention 

Even as we urge modification of the health and social service systenis to 
enhance and expand health promotion and disease prevention services, 
the Panel is mindful of the limits to what can be accomplished through 
such an approach. Many of the factors that endanger health— such as 
poverty, racism, unemployment, criminal violence, poor education — he 
beyond the reach of the health system and its preventive care measures, 
even when broadly construed. Moreover, no matter how much we mvest 
in prevention activities, there will still be diseases and medical problems 
requiring the best of curative medicine. 

The fact that a preventive technique is feasible does not always mean 
that it is desirable to apply. For example, testing preschoolers for 



developmental^ lags and school-readiness may yield useful results in the 
hands of a skilled clinician, but is potentially dangerous if screening 
outcomes are used by public authorities to classify or track children. In 
generaU screening for so-called **high-prevalence/low severity** conditions 
deserves scrutiny, especially if the as-'-^ssment technique is insensitive or of 
dubious validity, or if effective followup does not seem likely. 

Likewise, even if a particular form of prevention is both feasible and 
desirable^, it may only be worth performing for certain subpopulations or 
in certain geographic areas. Many forms of prevention can be rendered far 
more effective, especially in a time of scarce resources, if they are targeted 
to those groups most apt to need them. Targeting is already reflected in 
various Federal efforts to vaccinate, reduce infant mortality^ and achieve 
other specific objectives. Such efforts would be further sharpened by 
better prevdntion-oriented epidemiology in every State designed to tell 
policymakers in some detail where, for example^ to place resources to 
improve perinatal care or what measures, aimed at which subpopulations 
of children, might most reduce childhood accidents. Policy-relevant 
epidemiology of this sort remains rudimentary in most jurisdictions and 
does not yet permit refined targeting strategies. 

Finally, it cannot be denied that many of the most important decisions 
to be made regarding prevention are political, not medical, in nature. One 
might argue quite persuasively that the most effective way to improve the 
health of the American people both dramatically and rapidly would be to 
prohibit the possession and use of tobacco products, alcohol, and 
hrearms. But no one is suggesting that health professionals can or should 
make such a decision. The tradeoffs between personal freedoms and 
reduction of health risks, and the role of the Government in preserving an 
appropriate balance between the two, remain difficult value questions that 
must be addressed in public policymaking about prevention of illness and 
injury. 



PERSISTING INEQUAUriES 
AMED OVERALL IMPROVEMENT 

The past two decades have seen a remarkable improvement in health 
status and access to good health services by Americans of all ages, 
including children. Indicators of overall progress are numerous and 
include the following: 

• By 1979, the Nation's infant mortality rate had been cut to 13 per 
1,000 hve births, half of what it was in I960- The Surgeon General 
believes it is realistic to reduce the rate to 9 per 1,000 live births by 
1990. 

• Mortality rates for children 1-4 years old dropped from 109.1 j:>er 
100,000 population in 1960 to 68.8 in 1977, and during the same 
period death rates for children 5—14 years of age declined from 
46-6 per 100,000 to 34.6. 

• Disease* rates for a number of infectious diseases have been cut 
shaq>ly in a very short time. The incidence of measles dropped 
from 38.2 cases per 100,000 population in 1975 to 27.1 reported 
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cases in - 1^78. Reported rubella cases declined from 1 1.8 per 
100,000 to 6.8 durii^ the same period. 

• By 1975—1976, less one-half of I per ce nt of all children under 
18 (0.4 percent) had never" been to a doctor. Some 73.7 percent 
bad seen a doctor within the past year, and 88.4 percent of all 
children under 6 had done so. 

• A child bom in the United States today has a life expectancy of 
more than 73 years, compared with a life expectancy at birth of 
oofy 47 years in 1900. 

These improvements reflect advances in basic social conditions, 
environmental health, and medical care. They also reflect the advent of 
Medicaid and other Government programs, the gradual improvement of 
organized primary care in poverty areas, and the growing supply of 
pnmary health caie professionals. Above all, they dcmcmstrate that health 
status and a p pr opri ate use of services can be in fli i mc rd via national 
policies. In significant measure, present policies are b^;tnning to work. 
Moreover, advances for mothers and children are especially encouragii^ 
in that they have not been a major component of increases in the Nation's 
health bilL Care for children and pr^nant women continues to be a 
relatively modest investment, and one with major returns. 

Although such advances are encouraging, they do not merit self- 
congratulation or a condtjsion that child health should be downgraded in 
priority over the coming decade. An equally powerful set of facts can be 
marshaled to demonstrate that recent improvements have not benefited all 
segments of the child population equally. Indeed, for some groups of 
childien and in some categories of problems, things have inqwovcd little 
or are actually getting worse. It is precisdy in those areas of greatest need, 
and for those populations in greatest need, where health status indicators 
are most worrisome and services most conspicuously absent (29): 

• The infant mortality rate of black Americans has decreased over 
the last decade, but in 1977 it was still 23.6 per 1,000 Uve births, 
nearly double that of whites. 

• Approximately one-third of all black children arc estimated to 
suffer some kind of nutritional deficit, compared with less than 15 
percent of white children. Poverty and race are associated with 
deficiencies in six of eight specific nutrients. 

• In 1977, children under 6 years in the poorest families had Mmost 
twice as many bed disability days as those in the highest income 
category, and a third more restricted activity da3^. Of children 
0-17 years old in the hi^est income families, 70 percent were 
reported to be in excellent health, as compared to 41 percent in 
the lowest income families. Number of hospital days per child 
under 17 was almost four times as great for the lowest income 
group as the highest, with average lengOi of stay more than twice 
as long. Hospitalization rates for minorities were lower, however, 
suggesting significant barriers to hospital access. 

• In 1974, four times as many poor children under 18 reported 
immet medical needs as affluent children, with cost and difficulty 
in getting to a doctor cited by the majority of the poor as the 
reason for not seeking care. 
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• The hi£^ cost of medical care for chronically ill or handicapped 
children remains a problem for many families. Coverage under the 
Crippled Children's Services program varies &om State to State, 
so that a seriously ill child may be covered in one and incur 
catastrophic expenses in another. ^ 
Hiese and similar indicators serve to remind us of a persisting gap in 
health status and use of services between rich and poor, white and 
minOTity, educated and noneducatcd, and also major differences betw«»n 
r^ons» States, and census tracts. 

The Panel believes that equality of access to services is a policy 
objective of major si gnifi cance^ and that the persisting ''problem of the 
gap** in health status and health service access must be more forcefully 
addressed in the decade to come. Some progress has already been made. 
Reduced differentials in infant mortality and physician visits are examples 
<^ positive trends. There is good reason to bcheve that further adyances 
are possible at very reasonable cost. 

Tbe Goal of Equal Access 

The goal'of equal access to health services has proven elusive in part 
because it has been difficidt to define and quantify. Access can be 
measured by the degree of difiicc'ty in obtaining care or by the number 
and type of visits to a health care provider. But cleaxiy equal access does 
not mean equal use, nor should it necessarily be expected to achieve equal 
health status outcomes. In addition, it is only p>art of what is needed to 
solve health pro'blems. Housing, sanitation, nutrition, and other social and 
economic determinants arc undoubtedly far more important in the larger 
scheme of things as p>red'Ctors of long-term health outcomes. 

What most people mean when they describe the goal of equal access is 
similar to what is meant in education by the goal of equal opportunity — 
the equal chance to benefit from interchange with relevant professionals, 
adjusted in some way to account for level of need. Because low-income 
children tend to get sick more often than other children, to postpone all 
types of health care, anid to go to hospital outpatient departments and 
emergency rooms where they receive care which is typically episodic, 
equal rates of pnysician visits between them and other children do not 
necessarily signify equal access to services- Nor is quality of services 
necessarily the same. 

One example of confusion surrounding these points can be found in the 
widely differing interpretations given to trends in use among Medicaid- 
eligible and non-Medicaid-eligible children- In 1965, Ae poor had the 
fewest physician visits, the near-poor the next fewest, and the affluent the 
most. By 1975, this pattern had changed to become U-shaped: the 
Medicaid-eligible poor and the affluent had roughly comparable use rates, 
and all other poor and near-poor children had less. Does this new pattern 
signify that equahty of access has been achieved for the Medicaid group? 
Certainly, there has been encouraging movement in that direction, biit the 
answer is probably no, for some of , the reasons cited previously. In 
addition, the new pattern suggests that' the poor and near-poor who are 
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not eligible for Medicaid — as well as the 20 percent or more of Medicaid 
children and women who move in or out of eligibility each ^^ear — are at 
^pfyial risk because of sharp discontinuities in access for them and their 



Patterns of use arc determined by the underlying distribution of illness* 
difiiculties acc<^s> consumer incentives and ability to overcome these 
problems, incentives to physicians to encourage care, and organizational 
strucOfgf^ that may or may not accommodate various types of service. 
Th«r factors are difficult to disentangle. Three central problems — not 
Iimiied to mothers and children in their effects but of major importance to 
tlwm — continue to deserve ^>ecial attention: 

O) There is a strong correlation between high family income and 

" two desirable patterns of care — the appropriate use of preventive 
care, and the timely use of routine acute care. Conversely, there 
is a relationship between low income and heavy use of clinical 
procedures and referrals for specialized therapy. This pattern 
reflects several disturbing facts: the barriers that ke^ low* 
income persons from routine preventive and primary care, the 
absence of appropriate providers of such care for them and 
resulting hi^ use of ho^Mtals, the disproportionate amount of 
serious illness among the poor, and the financial incentives for 
physicians and hospitals to refer Medicaid eligibles for various 
forms of ^>ecialty care* 

The fact that low-income groups do not receive inexpensive 
and cost-effective forms of preventive care is particularly 
unfortunate because they have the most to gain from such 
services. It is serious enoi^^ for example, that in 1977 almost 10 
percent of all pregnant women in New York City had no 
prenatal care, and another 12 p>ercent had care that began in the 
' last trimester. However, in Central Harlem, where infant 
mortahty rates are wefl alx>ve the city average, 30 percent of all 
pregnant women received inadequate care or no care ( 7). 

Once the poor do enter the system, their care tends to be more 
e?q>ensive than it should. On the average, hospital clinics, which 
perform as much as 50 percent of the care for low^income central 
city chijdreix^ are more than twice as expensive as doctor's offices 
(30). Medicaid foots mu<^ of toe bill, and the rest either comes 
^ from the pockets of the poor then: es or else, in the case of 

growing numbers of medical indigei^^, from State -and local tax 
revenues. The result has been discontent on all ^des. 

Especially in the case of children and pregnant women, most 
of whose care should be routine, inexpensive, and predictable 
but is highly sensitive to factors of distance and price, the lesson 
is that organizatio;aal structures and financial incentives still do 
not operate to generate appropriate patterns of-primany care. A 
more decentralized pattern ' of primary care is required, one 
which is better insulated against the costs of the hospital sector 
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and better able to prov Je the necessary outreach to foster 
appropriate early care. 

(2) Many studies have shown that individuals with a regular source 
of care are more likely than others to seek care, even when 
adjustments are made for need and other factors. In fact, data 
from a 1^6 national siirvey suggest that the presence or absence 
of a regular sotirce of care has a greater effect on access to health 
care than either poverty status or race. It is also the single most 
important determinant of whether medically ''appropriate^ 
utilization of services occurs. Those who have such a-sourcc use 
more preventive care, are less likely to overutilize, and arc more 
likely to- express satisfaction with the care they receive (31}. 
Despite the many advantages inherent in" the continuity afforded 
by such a source, more than 18 percent of all children from low- 
income families lack one, compared with less than 6 percent of 
children from families with an annual income of $15,000 or 
more. And among those who do have a regular source of care, 
poor and* minority children are less likely to see a particular 
doctor regtilarly, and still less likely to have an ongoing 
relationship with a medical spcciahst. Only 23 percent of poor 
families use the same source for sick and well care. 

The nee4 to encourage patterns of aflfiiiati^ with regular care 
sources among poor and minority fanjih^ remains a major 
objective for the coming de cade. 

(3) /\bsolute numbers of primary care physicians have been increas- 
ing over the past 10 years— from approximately 128.500 m 1967 
to 141,000 in 1977, with further increases anticipated over the 
coming decade.. The supply of primary care physicians has also 
been increasing relative to the number of chil<lrcn and pregnant 
women, since fenihty rates have declined in the same f>eTiod. 
However, there still are not sufficient numbers of accessible 
primary care physicians in areas defined by the Federal 
Government as medically underserved. Attracting the necessary 
number of qualified physicians to serve in such areas will require 
the creation of provider arrangements, whether private or public, 
which are lucrative enough, of nigh enough quality, and offer 
sufficient professional satisfaction to be appealing to health 
professionals as practice settings- 

" Although an appropriate ratio of primary care providers to 
population cannot be precisely defined, the ratio most often 
mentioned is I to every 2,000 persons. By that criterion, 28 
million residents of rtiral and inner city areas live m underserved 
areas, and 14,000 additional providers are needed to achieve ti e 
target ratio. Even if one assumes that in the future more 
physicians will locate volimtarily in underserved areas because of 
increased overall supply, nearly 13,000 additional primary 
providers wUl still be needed to serve 26 million persons in 1990 
according to estimates of the Federal Bureau of Health Man- 
power {32). 
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Financial Barriers 

Oespite the positive efTccis of Medicaid and various formula and 
project grant programs, financial barriers remain responsible for many of 
the most serious and persistent ineqtiities in maternal and child health 
care In fact, just over ore-quarter of all children under 18 in families with 
incomes below $5,000 a year were without any type of health insurance 
whatsoever— either public or private— in 1976. The majority of all women 
and children have no insurance coverage for outpatient care. Medical 
costs relative to income continue to be a greater burden for the poor (11 
percent) than the affluent (2 percent). 

Private insurance coverage is inadequate in many cases (33): 

• Less than 30 percent of American children are covered through 
private insurance for out-of-hospital, physician visits. 

• Employment-based insurance plans shortchange coverage for 
children's needs. Only 15 percent cover children's eyeglasses; 9 
percent, preventive care; and 32 percent, children's dental care. 

• More than one-halt of the private insurance plans fail to cover 
prenatal care; 45 percent exclude postnatal care; 90 percent 
exclude family planning; .md about 50 percent leave major gaps m 
covering newborns during the first days of life. 

There is also a widespread but erroneous assumption that Medicaid h&p^ 
pretty much guaranteed the poor access to health care. Actually, Medicaid 
covers only about three-quarters of the poor, excluding some 7 milhon 
children who are poor according to Federal criteria. Medicaid eligibility 
and coverage -varies widely from State to State, including nearly all poor 
and near-poor individuals in a few States but only a fraction of the poor in 
others. In some States, for instance. Medicaid covers only about 10 
percent of all poor children and even for that tiny nunonty, pays only 
about 10 percent of medical expenses (30). Nineteen States do not cover 
maternity care of women during their first pregnancy. Moreover, because 
in many areas Medicaid fee sc>^ dules are very low and the lag time for 
reimbursement is high, nian> ^.hysicians simply do not find it in their 
interest lo participate. j j 

Among the 50 jurisdictions with Medicaid programs, 21 have decided 
not to include the medically indigent. Such families— the poor and near- 
poor— typically use verv few health services, even though they share with 
their Medicaid-eligible counterparts an above-average need for such care. 
Some States that limit Medicaid eligibility or fail to index ceilings to 
account for inflation are finding that they avoid one form of increased 
expenditures only to incur another when the poor and near-poor turn up 
at hospitals or public health clinics as indigents. 

In many of the Nation's larger and older cities, the problem of financing 
health care for the indigent is only one aspect of a broader fiscal cnsis. As 
'he tax base of such cities erodes, municipal governments are mcreasmgiy 
hard pressed to make ends meet. Chicago is a good example m this regard. 
The city has an eroding tax base, but demand for services is up. Lx>wer 
income minority families now make up 42 percent of the city population, 
an increase from 22 percent in 1960. Rates of unemployment are 
considerably above L>>e national average. Predictably, the supply of health 
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services through free-standing clinics, schools, and hospitals has been 
under great pressure as available city funding shrinks but needs increase 

One result is that the Federal dollar has grown in significance as a 
dete rmin a n t of the availability of health services for the poor. Overall 
public spending doubled in Chicago between 1970 and 1978, but the city's 
own budget increased only 58 percent. By 1978, the Federal Government 
was spending 4.31 times more than City Hall on city services. Nearly all 
Federal funds have an influence on maternal and child health care. When 
general revenue sharing is cut, school health services suffer. When CETA 
workers are reduced in number, the city's health clinics suffer. Health care 
is not an independent policy concerts but part of a wider political process. 

Health services for children, especially those of a preventive and 
primary care nature, are frequently the first to be cut in a budget squeeze. 
In New York City, the health department budget was cut from $50 to $40 
million between 1974 and 1978, with an added loss of $20 million in 
matching funds. Child health and pediatric treatment centers, school 
health programs^ dental health projects^ clinics for eye exams and venereal 
disease treatment were all among the services trimmed (35). There was a 
similar disproportionate impact on children's health services in the wake 
of the adoption of tax*slashing Proposition 13 in California in 1978. 
Because it is the poor and near-pKX>r who depend most heavily upon 
publicly supported services, they bear the brunt of such fiscal cutbacks. 



THE CHANGING PROFILE OF HEALTH NEEDS 

A third broad concern results from the fact that the profile of health 
problems among the Nation's children and pregnant women is changing. 
Advances in public health and medical care have led to striking declines 
in infectious disease, nutritional deficiencies, and gastrointestinal disor- 
ders, which were the major causes of illness and death in children 50 years 
ago. Although these problems still affect significant subpopulations, their 
continued existence reflects a failure to apply our knowledge rather than 
ignorance of appropriate solutions. 

Parallel to the decline in traditional childhood disease, however, has 
been an increase in attention and concern directed toward such problems 
as accidents, child abuse and family violence, learning disabiii^^es^ 
developmental lags, school adjustment problems, issues of adolescent 
sexuality, excessive risk-taking, substance abuse, and the* social and 
emotional aspects of handicapping conditions. In a recent study of seven 
primary care facilities, the proportion of children recognized as having 
behavioral, .^educational, or social problems ranged from 5 to 15 percent, 
and was substantially higher among low-income children (27). Similarly, it 
has been estimated that 25 percent of physician referrals for children 
today arc related to p>sychosocial or behavioral problems (-36). Other 
manifestations of such problems, which some have termed **the new 
morbidity,** (57) include the following. 

• Although mortality rates for all other age groups have declined 
steadily since 1900, death rates for adolescents and young adults 
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15-24 have acttiaUy gone up since 1960, largely as a resxJt of 
the erowins toU from accidents, homicide, and suicide. 

• Sui^e is Sic third leading cause of death among teenagers and 
yotSg adults aged 15-24; homicide is the leading cause of death 
Liong black t«iagers and young adults, accountmg for 30 
percent ofdeaths in this age group. ^ ^u^^<z^ 

• Up to 1 million children each y^ are the victims of child abuse 
and neglect. Between 2.000 and 5,000 die annually at the hands of 

their narcnts or caretakers. , . ^ , 

• A^Sd^tely 11.000 girls under age 15 give birth each jrear. 
Spring sigidficant mScal. Psychological, and cconoi^cr^^ 

• S^tween^ 19^and 1979. the Proportion of hi^sch<>ol^or| 
reporting alcohol use within the past month cbmbed from 68 to 72 
^oent; marijuana use. from 27 to 36 percent; and cocame. from 

• L'^'lt^^^t 13 percent of women aged 12-18 were regular 
ciearette smokers, as compared to 8 percent m 1968. 

Onlv ^^psychosocial and behavioral problems are n f';^cr«ismg 
in^2^<^^ore attention to such issues also has resulted be^^ 
SaS^c categories have become more varied and complex with the 
of Sehealth and social service professions, and b«:ai^ more 
^^^aSs have become aware that physic^ psychosooal. and ^^^^ 
faitors are closely intertwined as they influence short- long-t«m 
h^oX>mes. This last point is particularly important, and has three 

"tS^tTi?"almost self^dWnt that behavior is one of ^e prinripal 
deSSnants of health status. This is espe<^y ^« 

C^e^many behavioral patterns established m childhood affect long- 
^^^th outcomes in adulthood, and because so m^y .^f the 
^e<hS dangers to children are those related to nsk behaviors or 
that ^t of behavioral but not medical ^oluUons^iUd^ s 
ph^Lns and other health professional, are aware that the b«t form of 
ES^n^rarv "well-child cie" is one that fosters good basic habits of 
^"^r^^^^-cano^U and personal judgmoat on numerous 
hS& %la^ m^iters. None of this can be accomphshed by givmg an 

^S^X^^'r'^'^'^^- ^ - psychosocial or beha^or^ 
com^n«it. For example, both children with various types of handicap or 
SL X^ a^d th^ families require intensive sa]gpK.rt w^ bej^^^^ 
traditional medical care if the children arc to function effectively m 
Sit^nid t^^mmunity. To cite a different type of ^x^P^e. 
^\AtZi exhilMtinc physical symptoms in fact have a psychological 
o^^Wot ISS^mSticluness^ st^U not weU understood, but various 
fo^Tf i^ych^S^c diagnosis have becorne routine, affectmg appro«- 
mSdy 8^10 percent of ch^en (27). Typical symptoms mclude abdo^- 
S^^hea^che, constipation, diarrhea, and other common physical 

^^^S^^'^'some forms of mental illness deviant behavior among 

chuSen'hatl^Trganic causes that may not be immediately appar^t_ T^e 
geneSrcontribulon to some types of childhood psychosis and other forms 
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of severe damage to the central nervous system is well established* More 
pervasive and subtle, however, are organic effects of lead poisoning, and 
other environmental insults, that can affect cognitive development and 
behavior (5*)- 

In summary, it is important to distinguish among health-related 
behaviors, psychological aspects of disease (including behavioral problems 
of the handicapped), and the organic determinants of mental health or 
mental illness. But each of these is an important element in the new profile 
of child health need. 



Cliil<lren's Problems by Age Group 

Good data on the incidence and prevalence of behavioral and social 
conditions arc hard to come by in this country, partly because many of the 
relevant diagnostic categories are somewhat imprecise and partly because 
no national survey data exist at any level of detail on the topic. Smaller 
studies have succeeded, however, in establishing a causal or predictive 
relationship between some psychosocial or behavioral problems and 
various background factors. Basic demographic and family-related factors 
are among the strongest predictors of many conditions. 

A good deal of uncertainty remains about how various prenatal and 
perinatal events influence the subsequent development of the child. But it 
is generally agreed that very low birth weight is among the most 
significant predictors of later neurological abnormalities and various 
cognitive and behavioral deficits. Considerable attention also has been 
given to interactions between mother, father, and infant at birth and 
shortly thereafter. Some believe that observation of early mother-infant 
interaction :n the maternity hospital is a valuable mechanism for 
estimating psychosocial risk (22). Others have focused on teaching parents 
how to interact positively with their infants in the hospital (39}, Shorter 
maternity hospital stays for mothers mean that the^^e and similar services 
are more difficult to organize than they once were, suggesting an 
important reason for subsequent home visiting. 

Among preschoolers, physical and jjsychosocial growth are very closely 
related. The recent report of the Task Force on Pediatric Education shows 
that about 14, percent of mothers of children under 5 surveyed in 
telephone interviews reported their children had a growth and develop- 
ment problem of some sort, and JO percent reported a behavior or 
discipline problem. But only about one-half the mothers had discussed 
these problems with a professional (40)* 

Once children begin school, many of their i>sychosociaI problems are 
identified and defined in relation to schooling. Typically, boys are found 
by observers to have higher rates than girls of problem behavior — 
withdrawal, learning disabilities, truancy, aggression, and delinquency. 
Some problems may simply reflect high levels of energy, exuberance, or 
dislike for school. But behavior that leads to low achievement, falling 
behind grade level, or dropping out of school is of major concern. More 
eh an one-fourth of boys and one-sixth of girls still in school du:mg their 
mid -teens have dropped below grade level, and the rates are much higher 
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for minority students — 40 percent for boys iasid 30 percent for girls (41). 

Recent evidence from the 1979 Report to Congress on the implementa- 
tion of P.L. 94-142, the Education for all Handicapped Children Act, also 
suggests that of the 3.6 million handicapped children being served under 
the provisions of the Act, a large percentage have problems that arc likely 
to include a major psychosocial component. In 1978, less than 9 percent of 
those served had r*thopedic, auditory, or visual impairments; this is 
compared to 33 percent who were speech impaired, 25 percent who were 
mentally retarded, and almost 8 percent who were emotionally disturi.ed 
(42). One effect of this program and other special educational efforts 
schools has been to increase the demand for accurate diagnosis of school- 
related problems. The role of physicians and health professionals in this 
process still is not well defined, athough spillover effects have resulted in 
increased demand for health services of all kinds. 

There is a danger that a heightened awareness of the psychosocial 
problems of school-age children may lead to inaccurate or inappropriate 
labeling of youngsters. Definitions of such problems do not always reflect 
well-established diagnostic criteria. Some States, for instance, are more 
likely than others to label a child retarded. California, which has 
suspended school-related IQ testing, reports fewer than 1 percent of its 
school children are mentally retarded. But South Carolina and certain 
other southern States report figures closer to 4 percent. Such discrepancies 
may say more about local labeling practices than they do about the "true" 
prevalence of mental retardation among school children- in those States 
(42). 

Behavior and learning problems that first appear in grade school often 
persist and grow worse in adolescence. In addition, adolescence intro- 
duces a number of psychosocial issues in its own right, prompted by a 
quantum jump in cognitive development, the discovery of sexuality, and 
the temptation to engage in various risk-taking and potentially self- 
damaging activities. Problems of the Nation's youth are a time-honored 
topic and one about which every generation worries. Thus, recent high 
levels of concern about adolescent behavior should not be taken to mean 
that something is seriously wrong with America's adolescents. But in 
reviewing the evidence on causes of death and disability among adoles- 
cents, most are clearly related to behavior rather than disease. 

Implications for the Health System 

The new salience of behavioral and psychosocial problems presents a 
major dilemma for primary health care providers. If they are serious about 
their mission it is not sufficent to retrench, ignore these major health 
problems and determinants, and focus only on infectious disease. On the 
other hand, if they hope to have any real influence on behavioral and 
psychosocial problems, traditional practice patterns will have to be 
altered. Policymakers in turn must provide incentives for appropriate 
service delivery structures and modes of service financing. 
Some implications of the new emphasis are the following: 

(1) The "new" health problems cannot be treated in isolation from 
the child's home, school, and community environments where 
behavioral and psychosocial problems begin and vhere their 
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consequences arc felt most keenly. Health professionals will not 
be effective if they fail to understand the major i'^fluences in ^he 
child*s life and interact cooperatively with parents, teachers, and 
oth«;r professionals and service providers. Moreover, without 
such close coordination the potential is great for duplication of 
effort, misclassification or multiple and conflicting classifications 
of children, and efforts at cross-purposes among various profes- 
sionals, including physicians. Prototypic of the need for coordi- 
nation between hrsalth professionals, parents, and the schools is 
the requirement of P.L. 94-142 for the evaluation of handi- 
capped children and preparation of individualized educational 
plans for each. The potential for useful physician input in this 
process is high. Another example is in health education, where 
counseling by the health care provider should correspond closely 
to what is taught in the school and promoted by the family. 

Because the family is the principal socializing agent for 
children, health providers neied to understand the sources of 
stress and support for a child's parents. The recent resurgence of 
interest in home visitors and other means of offering services 
within the family setting is one reflection of this fact. Similarly, 
there is a need to build on the strengths of the home 
cnxdronment, which health services do not often do. Two-thirds 
of teenage mothers live with their p>arents, for example, and are 
often denied publicly financed services because they are mem- 
bers of intact family households (43). 

(2) The new importance of behavioral and psychos<5tial elements of 
care also reminds lis that physical health problems cannot be 
treated in isolation from mental h'ealth problems. Categorical 
approaches to mental health services tend to disguise the fact 
that most primary health care providers are also providers of 
mental health care. It has been reported that up to 60 percent of 
all encounters for mental he^th problems take place in the 
general medical care system (32). Primary care physicians 
without the ability to diagnose psychosomatic illness, exception- 
al stress, the effects of inappropriate health behavior or the 
psychological consequences of physical illness are not likely to 
be effective in responding to physical or mental health problems. 

(3) The definition of health-related services that should be routinely 
provided in organized primary care settings needs to be 
expanded to include various services that are not a traditional 
part of curative medicine and have often been seen as "boundary 
services" to be provided by others. One good example is 
outreach, case management, and social services to famihes with 
special needs to ensure attention to preventive measures in the 
home, appropriate use of preventive services, and assistance in 
obtaining services to make possible a coherent and continuous 
response to the child's needs. Proper treatment for learmng 
disabilities may not require drugs but rather effective coopera- 
tion with teachers or parents to change practices m school or at 



home. Similarly, nutrition counseling may require more than 
simply instructing the parent during a brief weU-child visit. Or, 
consider the example of the adolescent girl who gets pregnant 
because she does not sec any more attractive alternatives in her 
life. This is not a medical problem, but has profound health 
implications. 

Because many "boundary" services to enhance prevention and 
health promotion tend not to be covered by third-party payers, 
there is little incentive to provide them. Implications for the 
fmancing of services arc particularly tricky because policymakers 
should probably not offer open-ended reimbursement for such 
services without careful control of quality and effectiveness. 
Conditions under which"boundary" services should be financed 
arc discussed more fully in chapters 5 and 9 of the report. 

Whatever the payment mechanism, "boundary" services will 
play an increasing role in health care as the Nation moves 
toward a greater emphasis on prevention and health education. 
It is noteworthy that State health agencies — when asked to list 
actions that should be given highest priority to further reduce 
infant mortality — placed first on their list an increase in 
consumer education about general health care, parenting skills, 
accident prevention, nutrition, and the effects of alcohol and 
drug abuse during pregnancy. They also emphasized the need for 
sex education in schools and support services such as transporta- 
tion (44). 

(4) The changing health needs of children imply changing require- 
ments for physicians and other health care personnel. This fact 
has led to a rather painful reassessment of training priorities by 
the relevant health professions, csp>ecially pediatrics. 

As it has become clear that the training of general pediatri- 
cians is inadequate for many of the child health problems they 
most often encounter, the profession has- moved -assertively to 
address the problem. The Task Force on Pediatric Education, 
whose recommendations already have taken effect in many 
medical schools, recently offered a far-ranging vision of needed 
reforms in the training of general pediatricians. S:milar reforms 
are contemplated by family practice, obstetrics and gynecology, 
and nursing, to name only a few of the relevant health 
professions. 

These reforms will have a long-term effect only if fundamental 
incentives and organizational structures in medical education 
and practice are changed. At present, for example, only a few 
residency programs offer sufficient opportunities for co.nmunity- 
based training in primary care. In one major city hospital, the 
chief of pediatrics told the Panel that his residents had very little 
experience with well children and had great difficulty when they 
set up practices of their own handhng day-to-day problems of 
mothers and children, such as giving advice on breast-feeding 
(45). 
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The problem of inappropriate training is made more acute by 
the projected increase in numbers of pediatricians and other 
primary care providers. This trend and its implications are 
discussed in chapter 12. An increased ratio of health care 
professionals to children in 1990 will matter little if these 
pcirsonnel are not equipped to meet the real health needs of 
mothers and children* 

Finally^ the new profile of need has implications for manpow- 
er mix and coordination among various types of health*related 
personnel. Because behavioral and psychosocial needs are not 
the excliisive purview of physicians — indeed physicians may not 
be best equipped to deal with some of them — there is a need for 
team approaches using nurse practitioners and other nurses^ 
nutritionists, social workers, psychologists, teachers, and others. 
It would be a major policy error to have expensive professionals 
performing services that should be inexpensive to provide- The 
history of insularity within the various h«dth professions and the 
absence of shared training opportunities are major obstacles to 
effective care. Service structures and incentives will need to be 
changed before it is realistic to expect effective primary care in 
all of the Nation^s communities during the 1980*s, 



THE FAMILY AND CHILJ> HEALTH 

A fourth major concern expressed frequently to the Panel was that the 
health care system does not adequately recognize or support the central 
role of the family in child health, and that the American family itself has 
changed dramatically over jthe past two decades^ with possible serious 
consequences for the health and well-being of the Nation's children. This 
same concern was reflected in the agenda of the National Family Impact 
Seminar and the 198Q^Whiie House Conference on the Family. 

There is no greater influence on the health of any child than the family. 
From conception on* a child is dependent upon his or her mother and 
other family members not only for the physical necessities of life — food, 
shelter, clothings and protection from harm — but also for the emotional 
supf>ort and intellectual stimulation needed for healthy growth and 
development. It requires no great expertise to recognize the importance to 
any child of a secure, loving* and stimulating family environment. But it is 
imfx>rtant to realize that a. family*s ability to support and nurture a child 
can be affected either positively or negatively by a number of external 
circumstances^ including the presence or absence of adequate income, 
decent housing, a safe neighborhood^ and close and supportive relatives 
and friends* 

Out growing recognition of the psychological and social components of 
health has enhanced our awareness of the family*s importance. An 
inadequate home environment can have severe adverse consequences on 
the health of a child. Indeed^ certain clinical syndromes— accidents and 
ingestions^ pica (relentless craving for nonfood substances)^ failure to 
thrive, child abu^ and neglect — can threaten a child's survival. Such 
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appear to be linked with family stress, including such problems as 
iiaenqrfoyment, drug dependent, marital difficulty, poor housing, illness 
in one or both parents, and poverty. 

Research over the past three decades has consistently pointed to family 
stress and disorganization as an overriding factor in the development of 
behavior disorders and social pathology (^5). Much of this same research 
ha f shown that the forces of disorganization arise not so much within the 
family itself as from the outside, from the circumstances in which the 
family finds itself and the way in which those circumstances shape the 
family's way of life. 

The FamSSy Mud Health Providers 

The family is not only the principal influence upon a child's develop- 
ment, it is also the intermediary between the child and the outside world, 
including the health care system. It is parents who decide when to seek 
health care for a child, where to seek it, and from whom. It is parents who 
provide the lion's share of all care to a sick or injured child. 

Health providers can support, encourage, and enhance the competence 
of parents in their role as caregivers, or they can directly or indirectly 
undermine and denigrate it. The physician who brusquely orders a mother 
to give her child penicillin four times a day for 10 days for a sore throat 
without explaining why it is important to do so — even after the throat is 
no longer sore — is helping neither mother nor child, , for very few parents 
will follow Jthe instructions faithfully in the absence of such explanation. 
Health providers who make no effort to help parents imderstand what can 
reasonably be expected of a child at various ages, and how the parents can 
help the child master new skills, are likewise failing to support carcgiving 
competence. 

Fortunately, there are examples of ways in which the health care system 
can and does promote and enhance family competence in carcgiving. 
There has been an enormous movement, over the past decade or so, 
toward "family-centered maternity care, an approach that has been 
formally endorsed by virtually all of the professional societies whose 
members are most de^ly involved in the care of pregnant women and 
their babies both before and after delivery. The precise components of 
such care — and the professional participants in it — vary from one 
institution to another, from one community to the next. But at the core is 
one guiding principle — that childbirth education, labor and delivery, and 
care for a newborn are enhanced when other family members, especially 
the father, become active participants along with the mother and when 
health professionals encourage rather than restrict early and frequent 
contact between the newborn infant and its parents. 

A second example of health care practices that enhance the role of the 
family can be found in the increasingly widespread provision, for parental 
participation in the care of hospitalized children. Allowing parents or 
other adult family members to be with a child diiring diagnosis and 
treatment procedures, and overnight if the child is hospitalized, both eases 
a child's fears and enhances the parent's ability to understand what is 
bappexdn^ to the child and to assist in the care of that child. 
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Finally, on a somewhat difTcrcnt level, there is evidence that early 
childhood development programs, which include a health component, can 
improve both family functioning and competence and the overall health of 
children. A 1979 General Accounting OfTice study showed that such 
programs "can result in reduced health, social, and educational problems 
in young children," and noted that those problems, left unattended, "are 
expensive and difHcult to overcome in later years." According to the GAO 
report, developmental programs' for low-income children were most 
effective when the child entered at an early age and when parents were 
closely involved in the program. Particularly effective were Head Start 
Child and Family Resource programs of the Oepartment of Health and 
Human Services (DHHS) that utilize home visitors to coordinate health, 
education, and social services for enrolled families {21). 



Changing Family Composition and Circumstances 

Some pronounced changes have occurred over the past two decades in 
the composition of American families and the circumstances in which they 
live. Some of these changes may have significant consequences for the 
health and well-being of the Nation's children, but their full impact is not 
yet clear in most cases and is diflicult to quantify in any event. 

The past decade has seen an increasing diversity in living arrangements 
among Americans, both in the composition of households and families at 
a given time and in the experiences of individuals over their life course. 
Al though three-quarters of the population still live in married couple 
households, and most still live for at least some of their lives in nuclear 
families, the stereotypic two-parent family with the father working and the 
mother iaising children is increasingly r'. ♦h^ng of the past. Today's family 
forms include men and women living . - f single parents, two-worker 
families, reUred couples, and families • K c children have moved away. 
In the coming decade, these family i'o.ms will constitute a growing 
segment of the Nation's households. Likewise, as people move through the 
life cvcle, they are likely to have more diverse experiences — fewer years 
spent' in nucfear families, more changes in types of households, mor^ 
living apart fiv. :ii ^lose relatives, and a wide variety of family relationships. 

The i 970's witnessed a steady decline in the proportion of families that 
include children, m the number of children per family, and in the number 
of children overall in the United States. Although one might think that 
fewer children in each family and in society as a whole may make it 
possible to devote greater care and attention to those children we have, 
there is the danger that families with children will become increasingly 
isolated and that the Nation as a whole will devote less— not more— of its 
social policy attention to that minority of the population that is young. 

At the same time that the number of children has been declining, the 
types of families in. which they grow up have been changing. Although 
only 4 percent of all children do not live with any parent, and the vast 
majority live with two, the proportion who live with just one parent has 
risen from 9 percent in 1960 to 12 percent in 1970 and 19 percent in 1978. 
By 1990, it is estimated that 25 f)ercent of all children will be living with 
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just oi\e parent and that nearly one-half of aU children will spend some 
part of their childhood with a single parent (47). 

These per cen tages are much higher for black families. In 1970, some 32 
yum III of black children lived with a single parent, and by 1978« this rate 
had increased to 45 p er ce nt. In fact, about the same number of black 
children now live with one parent as with two. 

The increase in single>parent families can be attributed, for the most 
part, to an increase in marital separatioa and divorce. Since 1950, divorce 
rates have more than doubled for women 20-29 years of age and have 
tripled for women 30-44 years of age. Other single*parent households are 
the result of out-of-wedlock childbearing. One of every five single mothers 
in New York City, for example, has never Iven married (4^). 

Single-parent families have lower incomw^ than two-parent ones, in part 
because they have only one wage earner, in part because that earner is 
nearly always a woman and women on the average earn less than men, 
and in part because women who head families find it difficult to work full- 
time while also shouldering sole responsibility for child care and 
housekeeping. 

Although poverty rates in the United States dropped sharply in the 
1960*s, th^ remained relatively constant in the 1970's- The prci>ortion of 
children LTving in poverty actually increased slightly in the 1970*s, largely 
as a result of the increase in the numbe: s of single-parent famili««- The 
plight of biack and Hispanic- American children is especially severe — 41 
percent of all black children and 27 percent of Spanish-origin children 
were living in poverty in' 1978, compared with just 11 percent of white 
children. 

la many parts of the United States, Spanish-speaking families are the 
fastest growing minority. The birth rate of the resident Hispanic 
population is more than twice that of whites and 60 percent higher than 
blacks (49). In seeking health services, women and children in these 
families must confiont not only the financial and organizational barriers 
that other poor and minon^ groups face but also cultural and language 
differences that impede n^^ningful commimication. 

In addition to the increase in single-parent families, -the past two 
decades saw a mayor upswing in the proportion of mothers who work. In 
19^, 54.5 percent of all mothers of children under 18 and 45.4 percent of 
all mothers of children under 6 were in the labor force, compared with 28 
percent and 19 percent, respectively, in 1960. In short, by 1979, 51.4 
percent of all children under age 18 years and 42.6 percent of all children 
imder 6 had mothers who worked. This trend is expected to continue in 
the 1980's (50-52). 



Relevance to Health 

While the implications of these demographic changes for the health of 
mothers and cluldren cannot always be pinpointed with precision, some 
arc fairly apparent. In particular, it seems evident that, the increase in 
single-parent famihes has some ominous implications for child health 
* since such families generally have low incomes and poverty is the single 
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biggest predictor of poor health in this country. Further, the unrelenting 
stress experienced by a woman trying to raise a family by herself on 
severely limited resources can have a detrimental in^ct on her own 
health and that of her children. The same is, of course, true of a single 
father, although he is less likely to be poor. 

Stress is also a serious problem for working mothers in two-parent 
famihes, for such women typically continue to carry the major share of the 
child care ind housekeeping load at home even as they put in full days on 
the job outside of the home. Indeed, stress is perceived as a serious 
problem by most American families, whatever their composition, and is 
believed by a number of experts to be a significant contributor to the 
rising incidence of psycholo^ ^, social, and behavioral problems among 
chUdren. Such problems as drug abuse, alcoholism; child abuse, suicide, 
homicide, and other forms of violent or aberrant behavior are almost 
certainly caused at least in part by family stress. In the 1979 General Mills 
American Fanuly Report, 8 out of 10 respondents indicated a need for less 
stress in their daily lives (53). 

Another result of increased participation in the work force by mothers 
is that parents are now sf«nding less time overall with their children. 
Indeed, one study of sixth graders in the Bay Area /San Francisco-Oakland 
found they spent less than 1.5 hours with a parent between the end of 
school at 3:00 p.m. and bedtime at 10:00 or 10:30 p.m.— and part of that 
was in front of a television set (54). Other studies have shown that 
children are more reliant on their peers than they were 10 or 15 years ago, 
and that such attachments seem to be more a product of a lack of 
attention and concern at home than of any positive attraction to the peer 
group (55). 

ChUd Care ' 

The ircrease in the proportion of mothers in the labor force has been 
accompanied by an increase in the need for child care. Information about 
care arrangements tends to be sketchy and outdated, but available data 
have consistendy shown that informal arrangements in or near the home 
predominate- For example, U.S. Cer*sus Bureau data for 1974-1975 show 
that 55 percent of al! children 3-6 years old whose mothers worked fuU- 
time were cared for in their own homes by a parent, relative, or other 
babysitter; 36 perceiit went to the home of a relative or other babysitter, 
and just 6 percent were in day care centers. 

Schools, of course, offer a form of "child care" for the larger part of a 
typical working day. FuUy 99 percent of all children 6-15 years old are 
enrolled in school, along with 90 percent of\ 16- and 17-year-olds. 
Preschool enrollments have jumped significantly in ric^i*s years as well, 
partly because of the, need fc^r child care but also her^'^^ af the befiefii-; 
they offer to young children. The proportion of cinhh r^ j-5 years old m 
preschool increased from 1" percent in 1966 to more than one-third m 
1978. About 83 percent of all children 5 years of age -jvere in kindergarten 
in 1978, compared with 68 percent in 1967 (47). \ 

Although some pepple have expressed concern about the possible 
negaL- ^ consequences that day care may have on cliild development, a 



recent revicw^f the research literature on the subject offers no support for 
this view (56V\]Existing research indicates children of working mothers 
develc^ just as -well on the average as those whose mothers re main at 
home and show no difference tn the rate of p^chological disorders. In 
general, harmony and parental love within the family are what count in 
meeting a child's needs, r^ardless of work and care arrangem ;nis. More 
data are needed, however, or* the adequacy of informal care arrangements 
and day care for infants. 

In concluding shis brief section regarding health promotion as it relates 
to American family life, the Panel wishes to take note of — but not take 
sides in — the highly emotional debate which has surrounded all recent 
policy determination aimed at families. The family has come to be a 
symbol both for the most conservative Americans, who see it as a private 
sanctuary and the building block of a free and libertarian society, and for 
the most liberal, who see it as an entity which is highly interdependent 
with other elements of the social and economic order and in need of 
routine social support, both private and public. .We bcheve that both of 
these visions are right, and that they are not mutually exclusive. It makes 
little sense to choose one of them simply in the interest of ideological 
purity. We hope that in the future, policymakers will weigh the impact • )f 
policies on the family according to their particular merits or demerits 
rather than the broader emotional responses they evoke. 

FRAGMENTATION AND DUPLICATION 

The Panel's fifth and final major concern involves fragmentation and 
duplication of effort among programs, poUcies, and providers. Evidence of 
this problem was frequent in our hearings, site visits, and expert 
consultations — often with reference to gai>s and overlaps in service, and 
resulting inequities and inefficiencies. Analytic understanding of the 
origins of fragmentation and realistic proposals for significant reform were 
much harder to come by, however, perhaps because of the sheer 
complexity of the phenomena being criticized. All agree that it is a serious 
problem, but particulars of the problem and proposals for its solution tend 
to differ depending on whether the beholder is a member of Congress, a 
Federal bureaucrat, a State or local agency representative, a service 
provider, or a parent- 
Four kinds of fragmentation give cause for coc<;em: among Federal 
programs and policies, among local delivery units, among levels of 
government responsible for orchestrating health programs, and among 
various categories of personnel working in maternal and child health and 
health-related fields. 

We/Aei-iA Programs and Policies 

Since the 1960's, there has been a tremendous increaje in the number of 
Federal programs and policies relating directly or indirectly to maternal 
and child health without any comparable increase in coherei:ce or overall 
policy direction for these programs. There arc at present anjfrwhere from 
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21 to more tlian 100 relevant Federal programs, depending on how 
broadly maternal and child health is defined (57). The very difliculty in 
deciding how many programs should be listed indicates just how complex 
the fragmentation issue has become. 

Prior to the 1960's, major Federal involvement in maternal and child 
health was largely limited to Title V of the Social Security Act, in effect as 
a formula grant progmm since 1935, and to tl» school-based food 
supplement programs of USDA which commenced in the 1950's. The last 
15 years, however, brought the enactment of Medicaid, the Community 
Health Centers, Project Head Start, increased support for day c:are, 
family planning, compensatory education, and extensirc lew programs 
for the handicapped — to name just a few of the biggest programs. 

Oversight and administration of the major maternal and child health 
programs are spread among a variety of congressional comimttees and 
executive branch agencies- On Capitol Hill, authorizing responsibility 
rests primarily with the Interstate and Foreign Commerce Committee and 
the Ways and Means Committee in the House, and with the Labor and 
Human Resources Committee and the Finance Committee in the Senate. 
Major health-related programs in agriculture and education lie outside the 
purview of the principal health subcommittees. In addition, the Appropri- 
ations and Budget Committees on both sides of the HiU wield major 
influence over all maternal and child health programs. 

Executive branch rest>onsibility is similarly dispersed, with at least 10 
Federal agencies involved in interpreting and carrying out relevant 
legislation. Many of the major programs are lodged in PHHS within 
which authority is divided along several different lines. 

• Within the Public Health Service (PHS), the Office for Maternal 
and Child Health (OMCH) administers the Title V program and 
several smaller ones, including the Sudden Infant Death Syn- 
drome, Hemophilia, Genetic Disease, and certain aspects of the 
Supplemental Security Income piogram- Other parts of the PHS 
are responsible for Commimity Health Centers, the Rural Health 
Initiative, Migrant Health programs, and Fanaily Planning, and 
still others handle childhood immunization, health education and 
research. 

• Although the PHS is responsible for most maternal and child 
health programs and policies, the Health Care Financing Admin- 

* istration (HCFA) administers Medicaid, including EPSDT. 

• Separate from the programs and policies of both the PHS and 
HCFA are those of the Office of Human Development Services, 
which administers Title 20 of the Social Security Act and also 
includes the Administration ^br Children, Youth and Families, 
which in turn administers the Head Start, program, the Children's 
Bureau, and various youth program.'.. 

All of this division of responsibility occurs just within DHHS; a number 
of other major programs lie in completely different departments such as 
Agriculture (school lunch and breakfast" programs). Education (the 
Education for All Handicapped Children program). Transportation 
(traffic safety programs), L-abor (occupational health programs). Justice 
(juvenile delinquency programs), and Defense (CHAMPUS). There is at 
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present little unity, no overarching authority, and only a minimum of joint 
planning among all these programs and agencies. 

Maternal and child health advocates have been particularly concerned 
by the downgrading a.nd dismembering of the Children's Bureau, which 
for years was the focal point for na nai policy toward children. Maternal 
and child health was brokea off r. om ihe Bureau at the end of the I960's 
and subsumed under the PHS, and a variety of additional changes have 
diffused authority and responsibility for it and other children's programs. 
There aie many who would like to see a single focal point for maternal 
and child health recreated within ":' t 'HS. Absence of such a focal point 
has been further brought home bv the fact that two of the most 
consequential legislative initiatives oi the 1970's— the passage of P.L. 
94-142, the Education for All Handicapped Children Act, and the 
expansion of the Supplemental Food Program for Women, Infants and 
Children (WIC)— have taken place entirely outside the DHHS orbit. 

But it is easier to criticize the situation than to simplify it. The current 
array of programs is no accident. It evolved over time from a complex 
interaction of constituency pressures, judicial decisions, legislative enact- 
ments, and administriitive actions. Each program has a unique history and 
purpose, and each has legislators, bureaucrats, and interest groups who 
wish to sustain or expand it. As two major recent studies of Federal policy 
toward children make clejir, advocates of increased Federal expenditures 
for mothers and children have generally found it easier to win support for 
programs focused on special needs or target groups than to seek broader 
policy reforms (58* 59^. 

There are, of course, significant benefits to pluralism. Having more than 
one approach to a problem can offer more than one avenue for success. A 
single big agency, furthermore, is not necessarily more efTicient than a 
number of smaller ones. However, having said that, the Panel nonetheless 
believes major changes must be made to restructure management of 
health programs for mothers and children so they can function as a 
coordinated Federal-Staie-comm unity system. This topic is explored more 
fully in chapters 10 and 1 1. 

Lo^l Providers 

Another concern relates to the wide array of primary care arrangements 
in many communities; the lack of coordination among them: the pattern 
of multiple use by consumers; and barriers to appropriate use created by 
differences in the scope of services, eligibility, hours of availability, extent 
of backup care, and other characteristics of these arrangements. Especially 
in large metropolitan areas, these problems are common. Private office- 
based practitioners, clinics in hospitals, health departments and schools. 
Head Start programs, family planning clinics, public comprehensive care 
centers and more exist in close proximity to one another and almost never 
operate collectively as a health care ''system." 

To a large extent, the familiar two-tiered pattern of care still predomi- 
nates in most urban and suburb'an neighborhoods, with poor mothers and 
children receiving care from hospitals and public clinics and more affluent 
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ones visiting private office-based physicians. Oistinctions between private 
and public providers have been somewhat blurred by the advent of 
Medicaid; almost 85 percent general practice pediatricians, for 
example, receive at least some of their income from this and other public 
programs (60). 

Once again, it is easier to describe the problem than to prescribe' 
solutions. The Nation is committed to pluraiism in health care, with a 
mLxed private-pubUc system and the right of consumers to choose among 
a variety of provider arrangements. The historic division of services 
between preventive care in public health cUnics and acute <^e in other 
settings evolved partly as a way of avoiding direct comi>etition between 
pubhc and private providers. Newer public comprehensive care programs 
have been targeted to particular income and age groups in an erTbrt to 
reach those in greatest need, only inadvertently creating inefficiencies 
through conflicting ehgibihty rules and copayment requirements. Like- 
wise, m;iny hospitals did not set out to provide primary care but found it 
necessary to do so as a result of their ready accessibility, around-the-clock 
operation, and responsibility to serve as a care source of last resort to the 
poor. 

Although it is admittedly difficult to overcome fragmentation at the 
local level, it can in fact be done, as a few com m unities have 
demonstrated. Cambridge, Mass., for example, once suffered from exactly 
the sort of multiplicity and duphcation of programs found in so many 
urban coinmunilies today. However, in 1967 the city council estabhshed a 
single health, hospitals, and welfare agency imder a commissioner who in 
turn delegated responsibility for municipal chUd health services to the the 
Community Hospital, Department of Pediatrics. With all relevant pubhc 
budgets controlled by a single source, a new system of school-based 
primary care imits was set up to provide both sick and well-child services. 
It is still doing well today, offering integrated care to children at a per 
child cost significantly below that of other providers (6/). 

The Denver Department of Health and Hospitals has likewise overcome 
the fragmentation problem by pooUng funds from a variety of Federal, 
State and local sources to create an impressive system of neighborhood 
comprehensive care clinics. 

Current examples of service integration or simplification seem to be the 
exception rather than the rule, perhaps because they require the talents of 
unusually persistent and poUtically adroit health professionals who are 
successful in tailoring their efforts to unique local circumstances and 
opportunities. One community's innovative ^stem can seldom be repli- 
cated whole cloth in another, and local political conditions and bureau- 
cratic "turf" interests frequently make service integration all but impossi- 
ble. As a consequence, service coordination is probably a more realistic 
goal in most communities than service integration. More will be said in 
chapter 10 about how to promote this coordination. 

Intergovernmental Responsibility 

In maternal and chijd health, as in other realms of human service, there 
is a complex division of responsibility among Federal, Stale, and local 
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authorities for defining and achieving policy objectives. Some fu actions 
are currently not performed well at any l<jvel of government whereas 
others are pefformed simultaneously at all levels — with substantial 
resulting confusion about who should be doing what- Indeed, it is a 
challenge of considerable magnitude simply' to comprehend -vhat is 
happening as various Federal programs are implemented at the State and 
local level. 

States differ widely in how their human service structures are organized, 
the distribution of responsibility across agency lines, their relationships 
with county and municipal governments, and so on. Even when policy 
objectives are clearly established by ?=^ederal authorities, administrative 
and bureaucratic factors imique to each State result in widely varying 
implementation patterns and problems. 

Many States now have hxmaan service budgets that rival that of the 
Federal budget in complexity, if not total dollars. Stare program categories 
mirror Federal ones, and are in large measure determined by them. Each 
State has its own programs and matching fund sources to link with 
Federal monies, malcing it very difficult to trace Federal dollars as they 
merge with State and local ones. 

A good example of the complexity at the State level is New York, which 
has prepared a "children's budget'' identifying all State social service 
expenditures directed at the G-18 age group. This document shows 1 1 
program functions spread across 25 different agencies with a fiscal 1981 
budget of almost $3 billion in Federal, State, and local funds (62). 

Ail Federal programs must report periodically to Congress on the 
progress they have made toward legislated goals. At a minimum, this 
requires data on State cotdpliance, but programs vary greatly in the 
amount of detail they can provide. In general, programs that operate 
through formula grants allowing relatively broad State authority and 
miniin s'l direct Federal management produce the least data on how money 
is spent and who is served. Project grant progx^ms produce more such 
information, but seldom show the relationship between the program ii* 
question and other State and local efforts. 

If it i5 sometimes difficult to ^aluate State implementation of Federal 
programs, it is not at all hard to describe the views of State and local 
administrators about the problems they encounter in trying to use Federal 
funds efficiently. State authorities insist they could do a far better job of 

/cring health services to pregnant women and children if the Federal - 
Oovemment would limit its role to defining broad health objectives and 
transmitting funds in a manner giving States m ax imnTn discretion over 
how they should be spent. In the State view, present prt>blems are the 
result of categorical program regulations, lack of consistency in, defining 
program roles and cUent ehgibility, and excessive Federal paperwork (63). 
' The past decade has been especially difficult, moreover, because th*; 
Fedoal Government has been enlarging its goals, paying less, and 
demanding more. 

An eqwilly forceful case is made, however, by many groups who 
welcome the Federal involvement and wisli that Federal control of 
maternal and child health programs could be increased, not lessened, so 
that poUcy objectives can be pursued with more or less equal vigor 
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everywhere ia the Nation. Indeed, as the Panel's site visits 'made clear, it is 
likely that in some States, an enlargement of State authority and 
curtailment of opportunities for local commxmities and consimier groups 
to deal directly with Federal authorities might well risk limiting access to 
health care for many poor and minority children and i-nothers. ' 

There is nothing new, or necessarily unhealthy, about th^federalism 
debate. It has grown acute in the maternal and child health domain, 
however, i>artiy because of recent fiscal trends and {>artly because rhe 
history of Federal programs relevant to maternal and child health presents 
an imusually stark contrast between programs like Title V and Medicaid, 
which offer the States substantial autonomy, and those such as Head 
Start, the Comprehensive Health Centers, and other prdj^t grant 
programs, which largely bypass State decisionmakers. This contrast is 
mirrored in every State by two parallel planning processes: one \l3 the 
State health ^department focusing on ma'cmal and child health and 
crippled children's services, the other vi-. the federally mandated health 
service agencies focusing on federally supported programs. 

!n the coming decade, conflicting pressures for greater Federal 
accoimtat^ty and greater Sjate autonomy must be expected to continue. 
Once again, the virtues of pluralism are matched by its limitations. 
However, the Panel believes that certain steps can be taken that ^dll better 
specify national goals, delineate more precisely the role of the States in 
attaining these goals, and rejluce at least some of the burdens pre^ntly 
perceived by State decisionmakers. We return to these and related issues 
of governance in chapters 10 and 1 1. 



Personnel with Relevant Expertise 

Another aspect of the fragmentation problem results from the rapid 
increase over the past 30 years in the nimibcr and types of professionals 
whose expertise is relevant to the health care of children and pregnant 
women. Increase in absolute nimibcrs of personnel probably is less 
significant in this regard than the growth of new specialties and categories 
of personnel. The growth of new career tracks within and outside 
medicine has raised the stakes considerably for those who would 
coordinate efforts across all relevant professions and public service 
sectors* 

Health care for children is by no means the exclusive province of 
pediatricians. A wide variety of generahsts and specialists are caring for 
youngsters of all ages' in private offices, major medical centers, community 
hospitals and public clinics. There has been a significant growth and 
diversification within the nursing profession as well, producing many 
different levels of maternal and child health care skill. Graduates of 
pediatric and family nurse practitioner programs, for example, can meet 
about 80 percent of aU child health needs, although that does not 
necessarily mean they can treat 80 percent of all children. The arrival on 
the scene of such highly trained personnel does, however, raise questions 
about the appropriate division of labor between them and physicians in 
primary care settings. 



Very significant growth has also occurred in the number and types of 
professionals in various health-related fields, including mental health, 
psychology, nutrition, social work, and special education. In the schools, 
personnel \*^Hth health-related expertise — such as learning disabilities 
specialists and counselors — have proliferated. As attention to {psychosocial 
and behavioral problems grows, it is inevitable that these personnel, 
school nurses, and professionals in the mental health system will share 
responsibility with physicians for screening, diagnosis, counseling, and 
treatment. Similarly, as "'boundary'' services such as case management 
and advocacy, transportation, and home visiting come to be seen as 
essential in promoting appropriate patterns of use, social service workers 
will find that they increasingly overlajj in responsibility with health 
'professionals. Within all of the growing health-related professions there is 
an unmistakable trend toward specialization, adding further complexity. 

The past 20 years have also seen a new emphasis develop on the role of 
paraprofessionals in offering many access-related services for low-income 
populations. In Denver, for example, demonstrations in home visiting 
have involved community residents with no medical training {64). These 
visitors ensure that children and parents in need of services are identified, 
know about the community clinics, and use th'-s clinics appropriately. 

On balance, it is certainly good that the Nation now has more health 
professionals and related personnel, with more diverse skills. However, a 
strong centrifugal tendency has been created by this trend. New 
professions create new turT Especially in the realm of psychosocial and 
behavioral problems, there has been a proliferation of new diagnostic 
categories and therapies, sometimes incongruent with one another. 

Problems of fragmentation are likely to worsen in times of funding 
cutbacks as narrowly defined priorities within health, mental health, 
education, and social service sectors take precedence over cooperative and 
collaborative efTorts acros^; the lines. This tendency is especially unfortu- 
nate for children, who most need a broadly based, all-encompassing 
pattern of care. Consider, for instance, the prevention and treatment of 
child abuse — a problem that routinely demands the collaboration of 
professionals in four public service sectors: the courts, protective services, 
the health care system, and the schools. If any one of these sectors 
withdraws, declaring child abuse is not its problem, effective action 
becomes much more difficult. 

**Team care^' within the primary health system also is a matter of 
professioiial collaboration. The need for more such care has been asserted 
frequently over the past two decades and is asserted again in this report. 
In some cases, it is already a reality. Within pediatrics, most younger 
physicians are now opting for group practice arrangements which pool the 
expertise of colleagues with different specialty interests along with n'lrse 
practitioners and other persormel. These are the primary care practice 
settings most likely to be professionally stimulating and to provide highest 
Quality care. The federally supported Comprehensive Health Care Centers 
offer an even more ambitious model, where physicians and nurses work 
side by side with nutritionists, dentists, mental health professionals, social 
workers, and eariy childhood educators. Howev*^-, routine collaboration 
between diverse professionals remains the exception rather than the rule. 
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and even referral or consultation patterns tend to be very limited. 
Consequently, the interests of childlren are not as well or efficiently served 
as they might be, ^ 

Economies bf joint effort are likely to occur over time only if training 
opportunities, organizational structures, financing incentives, and con- 
sumer education are designed to promote them. Because the cost of failing 
to promote joint cfFort is so great — in terms of both doUars wasted and 
low quality of care — the Panel believes that high priority should be given 
to promoting better collaboration among professionals and service sectors 
in the future. Strategies for advancing toward this end are discussed 
throughout the report. 



This introductor>' section, although designed to capture and order the 
principal concerns that emerged frnm the PaneKs contacts with parents, 
health professionals, researchers ai^d policymakers, is no more than a 
rudimentary map of the terrain. Readers seeking more detail may wish to 
consult the sources referenced in the text, and the materials published in 
volumes 11, III, and IV of this report (65). ? 

Succeeding chapters of this volume return to the concerns outlined here 
and attempt to sketch a national sirateg>' for addressing them Tliese later 
chaptei^ will examine major components of national health care policy — 
health protection and promotion efforts, needed services, the deUvery 
system, financing of services, administrative arrangements, manpower 
planning and research — to see how each can become more effective in 
meeting the concerns highlighted here. 
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SECTION n 

lEALTH PROTECTION 
AND PROMOTION 

CHAPTER 2 

REDUCE^G ENVIRONMENTAL 

RISKS 



Hazards in our physical environment — in the air we breathe, the water 
we drink, the food we eat, the materials we woik with, the homes and 
communities where we live, the cai^ we drive and the products we use — 
can profoundly affect the health of our children both brfore and after they 
aim bom. Many of these hazards are the unanticipated and unwelcome 
byproducts of the industrial and tedmological revolution which has 
transfo rm ed our lives in the span of a $in^e century. Some have been a 
source of concern for years, others have only recentfy been recognized as 
problems and still more are likely to be identified in the years to come.- 
The 1979 Surgeon GeneraTs Report on Health Promotion and £>isease 
Ptevention estimated that 20 p ercen t of aU mortality in the United States 
is due to enviroxmiental factors. Risks in the physical environment bear 
cspe^tSky heavify on infants and children because of their vulnerability as 
youngs <teveloping organisms, thdr increased sensitivity to certain sub- 
stances, their small body weight and greater exposure to c^tain toxicants, 
and also because exposure to environmental risks may span many 
decades. 

Many of the factOTS in the environment which threaten health during 
pregnancy and childhood can be controlled at least to some extent. To 
realize the importance of this point, one need only recall the major gains 
which already have been made as a result of public health initiatives over 
the past century. Improved sanitation, housing, and waten supplies have 
dramatically rfeduoed the incidence of many infectious diseases. Food 
safe^ has been greatly inoqfnroved. Fluoridation has reduced the hazard of 
deiital caries for milHons of Americans^ These and other public health 
measures have been major success stories, and also have proven highly 
cost effective. 

However, after a period in the Nation^s history when environmental 
health programs hayp accomplished much, certain old problems persist for 
particular su bpopulations and some new problems have been creatWl or 
discovered which affect us alL Many of the old problems arcaqp^^M^y 
vexing because effective preventive strategies are at hand and sim^y h^ve 
not beeir fully implemented. 
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Vhc new -and newly discovered problems, whUc no less important m 
their potential consequences, often are more complex m cause and less 
easily addressed. These problems have been created m large part as 
byproducts of the Nation's rapid industrial expansion, mcreased urbaniza- 
tion and new technologies. Examples include threats to the fetui, the 
newborn, and the child presented by chemicals in the environment, nsvs 
posed by various drugs and food additives, and fertiUty-related radiation 
risks in ih« workplace. The significance of these and similar environmen- 
tal concerns is unquestioned, but national strategies for combating them 
are only beginning :o emerge. 

issu<i ofenviroomcntal risk to chUdren and pregnant women are very 
complicated and in. some regards beyond the scope of the Panel s charge 
froni Congress. In this^eport we cannot presume to analyze fully all ot tHe 
many and diverse factors in the physical environment contnbutmg to 
lifetime disease and disabUity, or all of the public poUcies designed to 
influence these factors. Instead, we are forced to be selective focusing 
only on those aspects of the physical environment which (1) are known to 
be the major dire<it causes of death and disabiUty among infants, children 
and adolescents, or (2) exert a strong influence during pregnancy arid 
childhood which is known or presumed to have major consequences for 
health later in life. This approach reflects the current profile of 
demonstrable health risks to children and pregnant women. In some 
regards it will undoubtedly be superseded, or modified m emphasis, 
difring the coming decade as new risks come to light and new technologies 
are developed to combat them. w-v - • 

Although children and pregnant women have umque suscepubiliues 
which make it important to consider them separately from the rest of the 
population, we also acknowledge a certain inevitable artificiality m. 
focusing only on these groups. Mcrt environmental health concerns apply 
to the entire population, not just i^ unborn and youngest in«fbers We 
believe, however, that it is both feasible and highly desirable fc[ the 
JNation to devclcp a coherent health policy for mothers and children 
which includes as one central component a strong emphasis on envnon- 
mental health. In recent years, pubhc health and environm- ^tal protection 
policies often have tended to evolve separately from maternal and child 
h^th policy. This form of fragmentation, which has potenUally senous 
consequences, should be combatted both conceptually and m the 
organization of health-related programs and poUcies in the future. 

THE MAJOR HEALTH THREATS 

*- • 

Our review of the evidence on environmental hazards to mothers and 
ChUdren suggests that there are four domains ot risk which deserve special 
attention in the coming decade. We make this judgment on the basis of 
the two criteria mentioned above, and also because we beheve that in each 
of these four domains much can be done with existing knowledge and 
technologv to prevent or mitigate negative health outcomes- Citizens and 




policymakers have an effective and varied repertoire of inst^txments to 
applv. The four domair 

m Accidents of 3 tr infancy, childhood and adolescence, with 

special emph^ ^ otor vehicle accidents and those in the 

home. 

• Chemical and radiauon risks to the fetus, the infant and the child, 
with attention to the dangers of toxic wastes, pesticides, lead, and 
other pollutants, as well as X-rays. 
m Hazards p>osed by drugs and foods, with particular focus on 
nonprescripti^ drugs^ foo«i additives, and substances presenting 
spe<^ risks during pregnancy. . ^ [ 

m Problems caused by inadequate or imhealthful water supplies, 
with attention to the need for wider fluoridation, potable water in 
all homes, xuid adequate sanitation. 
These topics are analyzed in the sections which follow. 
Several general points emerged in Panel disctission of health protection 
strategies which cut across all of what follows. These we mention at the 
outset: 

(1) The evidence suggests that many kinds of injuries and health 
problems can be more economically and more cflFcctively 
reduced by changing environments than by trying to change 
behavior <Hrectly, Often the most effective strategies are those 
that work automatically, without action on the part of the person 
being protected (e.g., automatic passenger restraints in cars). 
This does not imply that education and the sharing of informa- 
tion are unimportant. Strategies for effective change almost 
always involve educational elements as well as structural changes 
in the environment- However, in many areas of risk reduction, 
education alone is not sufficient to bring about desired results. 
As ov< expert consultant to the Panel wryly observed, it does no 
' good to enjoin citizens to jog if the only place they can run is on 

1 3i city street right behind a diesel bus. 

;2> Strategies for health protection should not be automatically 
eqiiated with regulatory action. Although some of the most 
effective pxolicies to reduce enviroimiental risk have involved 
regulation, many other approaches involving both pri -^ te and 
public effort and collaboration have shown positive . ^suits. 
Indeed, few serious hazards admit of purely regulatory solutior^s. 
Most are more complicated, requiring multiple strategies and the 
work of diverse groups to overcome them, 

(3) Cost-benefit reasoning has become a central component in all 
policy analysis relating to envirormiental risks. The Panel 
recognizes the need for such analysis, but the cost-benefit factors 
frequently considered in evaluations of proposed or actual 
interventions to reduce environinental risks must place adequate 
value on the quality — as well ^jls the economics — of life and 
health. This is esf>ecially true for interventions affectip^ children. 
Otherwise cost-benefit analysis presents in the giiise or rationali* 
ry an essentially irrational approach to public policy. 
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(4) One important contribution which policymakers can make is to 
provide citizens the information and the means to assess for 
themselves the magnitude of environmental risks. This theme is 
also expressed in the chapters which follow on improving 
nutrition and other health-related behavior. Much confusion 
exists al present, resulting in predictable anxieties among parents 
and other citizens, because it is hard to know what is truly 
harmful and what is not, and to calculate personal risk in the 
context ol myriad daily activities. While policymakers should not 
be expected to ofTer a fine-grained analysis of comparative 
risks — an undertaking which would prove impossibly complicat- 
ed in any event — they should^routinely provide clear statements 
enabling parents to understand the general magnitude of risks 
and the probability of negative health outcomes. 

(5) Because risk is inherent in all human activity, and learning to 
cope with risk is a very important part of growing up, it is 
simplistic and unwise to fashion policies which are designed only 
to insulate yoyng people from hazards. Instead, children and 
adolescents must learn, in developmentally appropriate ways, 
how to manage risks in their own iives and make prudent 
choices. Introducing children to sensible patterns of decision- 
making is a challenge to parents, teachers, health care providers 
and many others who influence the thinking of young people. It 
is also a challenge to all those who structure the environments in 
which children live and play. 

(6) Finally, if FederaI»policy is to continue to play an important role 
in protecting the health of children and pregnant women, various 
Fed,, al agencies will need to strengthen considerably their 
coordination with one another over the coming decade. Health 
protection responsibilities are assigned to numerous units within 
the E>epartment of Health and Human Services (DHHS), 
including the Food and Drug Administration, Centers for 
Disease Control, National Institute for Occupational Safety and 
Health, National Institute of Environmental Health Sciences, 
National Cancer Institute, and National Institute of Child 
Health and Human Development. Beyond DHHS there exist 
many relevant regulatory and research efforts at the Environ- 
mental Protection Agency, the Department of L-abor's Occupa- 
tional Safety and Health Administration, the Consumer Product 
Safety Commission, the Department of Transportation's Nation- 
al Highway Traffic Safety Administration, the Department of 
Transportation's Bureau of Alcohol, Tobacco arid Firearms, the 
Federal Trade C'^mmission, and the Department of Agriculture's 
Food Quality r Safety Service. One reason the Nation still 
lacks a cohesivt pOiicy for the health protection of children and 
pregnant women is the complexity inherent in trying to under- 
stand and coordinate efforts across these disparate entities. In 
recent years, however, there have been encoura^ng indications 
that such coordination is possible and is sought increasingly by 
the agencies themselves- Various interagency policies are men- 
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tioned in the sections which follow. These deserve to be 
reinforced and further deve!of>ed in the coming decade. 

ACCIDENT PREVENTION 

Accidents of all kinds are the greatest single cause of death and 
disability among children. Accidents alone account for approximately 40 
percent of all deaths among those years old, and 50 i>ercent among 
children and youth 5-14. Motor vehicle' accidents cause a majo^ 
proportion of these fatalities, while the rest are attributable to such factors 
a'> bums, falls and drownings, which usually take place in the home or 
neighborhood. 

Although fatal accident rates for children have declined over the past 50 
years, these rates have not decreased as significantly as those for other 
causes of childhood mortality. In the case of motor vehicle deaths, the 
r^tes have decreased only somewhat for children under 14 and have 
increased significantly for older teenagers: Serious infectious diseases have 
been combatted much more effectively during the same period, with the 
result that they have become less important, and accidents more 
important, as factors in the overall profile of child health risk. When 
motor vehicle and other accidents are combined, the United States is 
second only to Canada among iO Western industrialized nations in its rate 
of accidental deatlis among children. Before the Nation can again 
experience a significant decline in childhood mortality, renewed efforts 
must be made to define and carry out efTettive" accident prevention 
pK>Hcies. 



Motor ' wi^l: Safety 

The facts about child motor vehicle accidents are grim indeed: 

• Fully one^fifth of all child deaths can be attributed to automobile 
accidents each year, including the deaths of more than 1,000 
children who are under age 5. 
m More than 46,000 1 —4-year-olds are seriously injured in auto 

accidents each year ( / 
m Motor- vehicle accidents account for over half the total serious 

accidents experienced by children. 
m Teenagers have the highest motor v^icle death rate of any group, 
accounting for 20 p)ercent of all motor vehicle deaths' in 1978 (2). 
Such statistics, if reported from some distant battlefield, would make the% 
country sit up and take notice. It is shocking that they reflect routine 
realities on American highways. 

Various strategies for reducing auto fatalitites clearly could make a 
difference if fully implemented. Use of seat belts and car seats has 
received particular attention because appropriate use could cut in half the 
likelihood of death or serious injury in an accident. Yet fewer than one in 
five drivers presently uses a seat belt, and more than 90 p>ercent of children 
under age 10 are unrestrained when traveling in c-rs. £ven when parent 
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drivers arc using iheir. own seal belts, more than 75 percent of children are 
not restrained (3 ). 

Passenger safety systems are as important for infants and very young 
children as they are for older children In a recent public service 
advertisement, the Oeucral Motors Corporation reminded parents that in 
a 30-mph ccUision, a lC>-p>ound child can exert a 300-pound force against 
the parent's grip» making it almost impossible to hold the child safely on a 
lap even if the parent is wearing a seat belt. When traveling unrestrained, 
ir "ants or young children are often killed in accidents that adult 
passengers survive* 

Recent campaigns :o educate the public about the importance of child 
restraint systems and to increase their use have been initiated no* only by 
auto manufacturers and traffic safety authorities, but also by health care 
providers. The American Academy of Pediaincs lias launched a major 
accident prevention campaign urging all general pediatricians to recom- 
mend car seats at a prenatal visit, promote safety belt use by pregnant 
women, include counseling about infant and c J car safety seats in office 
visits, furnish parents with a list of appro^ car seats, and establish 
"*loan-a-seat" and seat recycling programs (4). i hese and other education- 
al efforts al^ positive steps, which gradually should create an improved 
climate of public awareness. In addition, the Panel believes there would be 
value in periodic bump>er sticker campaigns to remind parents of the need 
to use child passenger restraints. 

In the long run. however, it is prob^ ble that motor vehicle injuries wrll 
be reduced most effectively by changing the characteristics ^of motor 
vehicles themselves. One good way to do this is. to require that all new 
passenger vehicles be manufactured with passive restraint systems — 
automatic seat belts or air bags— and also incorporate other structural 
design features which reduce the chances of death or injury on impact* 
The Insurance Institute for Highw y Safety has estimated, for example, 
that nearly 39,000 persons who died on the Nation's highways between 
1975 and 1978 might have lived had vehicles been equipped With air bags 
(5). 

F^&oal Initiatives 

The Panel notes with enthusiasm two recent Federal policy initiatives 
which could substantially increase the safety of autos for all citizens, 
ch ?dren and pregnant women among th^m, over the coming decade. 
These are the rulings by the Secretary of Transportation that all new cars 
must be equipped by 1983 with devices automatically protecting front-seat 
passengers, and the development by the National Hi^way Traffic SsEfety 
Administration (NHTSA) of prototype vehicles incorporating innovative 
safety technology. Timely implementation of the Secretary's ruling 
deserves very high priority, as does further development . of safety 
standards governing auto engineering and interior design based on the 
N HTSA prototypes. 

In addition to these initiatives, we believe the unique vulnerability of 
mfants and children requires that NHTSA and the auto industry intensify 
their erforis to develop special performance standards for child passenger 
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safety. This cfTort should involve a review of vehicle iiiterior design with 
particular attention to dangers for children. It also shouid involve a review 
of automatic restraint systems to determine their effectiveness for infants 
and young children and, if necessary, the design and* requirement of 
special systems of automatic restraint for these groups. One important step 
in the right direction was the 1979 NHTSA standard requiring that child 
car seats meet certain structural criteria and that instructions on their use, 
be permanently posted on the restraints themselves (&). 

State Actioo 

Because many l pects of highwa safety are the responsibility of the 
Nation's States ana localities, it would be misleading to equate highway 
safety policy with Fe .leral poli<?y alone. Several States have adopted or are 
considering new laws requiring that infants and young children be placed 
in car seats or other safety devices while traveling in motor vehicles. 
Tennessee adopted such a law in 1977, defining as a misdemeanor the 
failure to use an appropriate restraint with any child imder 4 years of age 
(7). Implementation of the law has been combined with a major public 
information campaign. Effects have yet to be fully evaluated, but the new 
legislation is known to have resulted in increased car seat use. Reductions 
in child mortality may not be as great as hoped, however, because 
Tennessee continues to permit infants and young children in autos to be 
held in the arms of an adult (8). 

The Tennessee law is an example of a wide range of innovative policies 
for child motor vehicle safety which should be promoted by the States. At 
present, a modest component of NHTSA grants to the States is set aside 
for occupant protection programs. This percentage could be increased, 
and some part of it earmarked for innovative child safety programs. One 
typical problem which might be addressed by State demonstration 
projects is ,the need for improved safety systems in school buses and other 
conveyances for groups of children. 

Other policies involving close Federal-State collaboration can have a 
very positive, though indirect, effect in reducmg child auto deaths and 
injuries. One is simply to maintain and enforce the national 55-mph speed 
limit. A significant reduction in traffic fatalities was observed after the 
new speed limit was adopted in 1974 (from 54,052 in 1973 to 44,525 in 
1975). However, traffic deaths are climbing again (to 51,083 in 1979) as 
enforcement has lapsed in some States. Safety benefits justify conamiance 
of the 55-mph limit regardless of whether energy savings prove consequen- 
tial in the long run. 

Highway design modifications also can help reduce both the number 
and the severity of accidents. More than a third of all motor vehicle deaths 
and severe injuries occur when vehicles leave the road and strike rigid 
objects — trees, utility poles, bridge abutments, a--d the like (8). Removal 
of such objects where possible, modification of others to break or yield on 
impact, and the placement of energy-absorbing materials between such 
objects and the road could signif antly reducS the toll of highway 
accidents. Similarly, traffic safety features can be built into plans for the 
redevelopment of urban streets and recreation areas, where child 
pedestrian deaths are most likely to cxicur, 
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Another obvious way to reduce risk is by individual decisions among 
parents to travel by public transportation and have child and' adolescent 
family members do Ukewise. In 1978^ 90 people died in commercial btiL^^« 
while 28,000 were killed in passenger cars (2). 

o 

Two- Wbeel Motor Vehicles 

Motorcycles, while used by a smaller group of ^oung drivers, are a 
much more dangerous mode of transportation than cars. Because for some 
youths the motorcycle is not only a means of transportation but a symbol 
of freedom— and at times rebe^ion — the high risks involved seldom act as 
a serious deterrent to use. According to the Motorcycle Safety Founda- 
tion, helmets are one effective means of reducing fatalities and serious 
injuries rer^ilting from motorcycle accidents (9). Not all States have 
mandatory nehnet-use laws^ however, and in States without them, helmets 
are worn only about 50 percent of the time* 

Since 1976, 27 States have repealed or weakened their helmet use laws. 
In the same period, motor<^cle fatahties have increased by nearly AS 
percent even though new motorcycle registrations h^ve increasec by less 
than 1 percent* Two to fotu* times as^majiy head injuries are sustained by 
unhelmeted cyclists as by those wearing helmets. Many of these injuries 
require extensive medical care and some involve long-term disabili^. We 
believe the high public cost of motorcycle injuries should make helmet 
safety- more than a matter of individual choice. 

The risks of mopeds and minibikes also can be considerable, not only to 
the operators but to aiito drivers who may not expect to find such vehicles 
in the streets. use of moped and minibikes is relatively new in the 
United States. Mopeds were rare prior to 1975 but it is now estimated that 
more than 550^000 are being usod (/O). Data on moped accidents show 
that in 1979 these, vehicles accounted for 3,780 injuries to children U4ider 
age 15. Moreover, two- thirds of mof>ed operators involved in accidents in 
this country were under age 25 (/ / ). 

Although the E>cpartment of Transportation regulates the construction 
of mopeds^ no Federa' ^^uthority regulates the construction or use of 
minibikes. It is commonJiy thought that these vehicles are intended for use 
**ofr the road."" Yet, the minibike is capable of traveling up to 50 mph and 
is constructed in such a way that a 4- v ear-old child can operate it. Anyone 
can purchase or ride a minibike^ and they frequently are stocked by local 
toy departments. 

It seems only reasonable, if mopeds and minibikes ard in fact used on 
the roads, that operators be licensed by the States and be required to wear 
helmets. Because reporting procedures so often confxise mopeds and 
minibikes with motorcycles and bicycles, definitions also need to be 
clarified so that accixrate accident and injury data can be collected. 

Akrobol Use 

Finally, it is well known that^^e greatest individual risk factor for fatal 
car accidents is alcohol use. TTiis is a problem for all ages, but of special 
concern with adolescent drivers. Orivers 18 years of age and younger were 
inviolved in 7,862 fatal vehicle accidents in 1979, and it is estimated that 



81 



alcohol was a factor in more than half (12 >. Although the Panel docs not 
wish to recommend that the age of licensure for motor vehicle operators 
be raised to 18, it is worth noting that this step alone would have a major 
impact in educing serious accidents. More equitable, we believe, are 
policies which improve driver education and impose strict penalties for 
druxik driving among teenagers, such as the mandatory revocation of 
licenses and mandatory attendance in group or individxial counschng 
programs for youtliful first offenders. 

In summary, the Panel strongly recommends that parents, schools, 
corporate and labor leaders, health care persorncl, private voluntary 
organizations and public policymakers work independently and collabora- 
tively to bring about a major improvement in motor vehicle safety for 
children and pregnant women. An adequate national policy wi'l have 
man V elements, inclu<:*'ng as an absolute minimum the following: 

"m Health care p; -^ders, comnmnity-bascd volunteer organii: .'ions, 
automobile dt rs and insurance companies should encourage 
the use of aot* .nobile rest- =nt systen.s for children from early 
Infancy on. 

• Manuf£.ctiu-ers should make further efToris to develop inexpensive 
and efTcctive child restraint systems for Infants and small children, 
and such systems should routinely be available fiom auto dealers 
as an option for new car buyers. 

• The National Highway Traffic Safely Admir-istcation should take 
three steps to strengthen child motor veL.cle safety: (a) resist 
further delay in the deadline for equipping all new cars with 
passive restraints that automatically protect front seat passengers; 
(b) unless auto manufacturers act within the next 5'years to take 
appropriate action voluntarily, proceed with mandatory standards 
for incorporating proven safety technology into vehicle designs, 
including the^ engineering features demonstrated in NHTSA 
prototype automobiles; and (c) intensify efforts in the coming 5 
years to arrive at adequate special performance standards for 
child passenger safety. 

• Stale authorities should take the following steps r (a) review 
carefully the results of recent experience in States with laws 
mandating use of child restraints, and. adopt similar laws if 
posiUve effects are demonstrated; (b) require by" law that car 
rental and leasing agencies routinely make child car seats 
available to their customers without extra charge; (c) support and 
vigorously enforce the national 55-mph speed limit; (d) enact and 
enforce mandatory helmci-use laws for motorcyclists and reqmre 
licensing and helmet use for moped and minibike operators, and 
(e) initiate major publicly fmanced bumoer sticker campaigns and 
other media campaign.* to alert parents to the importance of child 
passenger restraints in automobiles. 

Home and Neigliborix>od Safety 

At hearings in Denver, AUanta, and Washington, D.C., the Panel heard 
testimony urging special attention to the implications which home and 
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netgliborhood environments may have for child safety and healthy child 
development. The homes and neighborhoods where families live are not 
always designed with children in mi|id. and may be ha^sardous to them* 
One reflection of this is the nimiber of accidental injuries and deaths in 
the home and neighborhood from bums, falls^ drownings, poisonings, 
firearms, and other sources* These account for approximately lUOOO 
deaths among children and teenagers each year« roughly as many as die m 
motor vehicle accidents. 

Home and neighborhood safety can only be improved by a strategy 
combining xegulatory policies, new incentives for home builders and 
product manufacturers, community action programs, and education 
aimed at better informing parents and^ children about sources of risk. 

Home Accidents 

Half of all childhood injuries occur in the home — from fires, scalds, 
falbk poisonings, and unsafe or improperly used produc:s. Although such 
accidents result from a combination of environmental and behavioral 
factors, some tyf the most effective strategies for reducing home accidents 
are those that change the structural characteristics of dwelling units and 
/ create safer products. 

B^ause bums from fires are such a serious factor in childhood death 
and injury, accounting f«- 10 percent of accidental deaths among 
youngsters 0-14 years of age (15), special attention m>-st be given to 
designing, building, and refurbishing homes to reduce the likelihood of 
ftrcs- The use of less flammable construction materials, the provision of 
adequate evacuation routes, the elimination of open gas heaters and the 
use of automatic thermostats on hot water heaters to prevent excessive 
water temperatures can all be helpfiJ, The upgrading of local building 
codes, incentives from the insurance industry and voluntary- efforts by 
manufacturers — such as the recent establishment of protective standards 
by water heater manufacturers — can reduce the likelihood of fires or 
scalding accidents in the home. Another approach of well-established 
value is the requirement that smoke and fire detectors be in$;talled in all 
residential units, a step that has already been taken in a number of 
communities aroimd the Nation* 

Tap water scalds are a particularly serious problem for very young 
children.' An estimated 5,400 injuries from tap water scalds were treated in 
hospital emergency rooms in 1979, and almost one-third of these injuries 
were to children age 2 and yoimger Recent voluntary standards 

established by water heater manufacturers, prompted by concern from the 
Consumer Product Safety Commission, give reason for optimism that new 
hot water systems will not permit excessive remperatures. ThSs experiment 
should be monitored closely and its effectiveness ass^sed. 

Another initiative- worthy of note, this one educational, is the media 
campaign of the National Fire Admi*iistration which teaches children fire 
safety via television programs such as Sesame Street and by programs in 
schools (/5)- This campaign is intended in part to discourage juvenile fire 
setting, which may begin as play or mischief and end in tragedy- 
Many sensible policies regarding new home construction are more 
difficult or costly to implement for existing homes^ especially when 
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housing IS substandard. Therefore, it, is not surprising that disproportion- 
ate numbers of low-income children are involved in home accidents, since 
they are most likely to live in old and substandard housing in central cities 
and rural areas. Although it is nia^ realistic in the short term to 
contemplate replacement of all substan'asjrd homes, much can be done to 
improve the safety of existing structures and to educate parents and child 
caretakers regarding elements of risk. Community efforts to reduce safety 
hazards, when fully implemented, have shown considerable success. A 
bum prevention project initiated -by the Centers for Disease Control in six 
counties of Missouri resulted in a 43 ^rcenl reduction in fire deaths 
during a 3-year period ( 16}. Likewise, when New York City amended its 
health code to require window guards in all apartments where young 
children reside, a significant reduction in falls from windows resulted (/7). 

Asbestos 

Another major health hazard in many communities stems from the 
widespread presence of asbestos in homes, schools, and day care centers, 
as well as roads, driveways, and playgrounds. Exposure to asbestos 
increases the nsk of developing:, lung, stomach, esophageal, and colon 
cancer, as well as asbesteosis, a crippling lung disease. Recently?r*pecial 
attention has been directed ai indoor exposure to -asbestos, which was 
used in the construction of many homes, schools, and other buildings from 
the mid-1940's until the early I970's. The Environmental Protection 
Agency banned its use in fireproofing in 1973, and in pipe insulation in 
1975. However, ventilation and heating systems of many older buildings 
circulate the asbestos fibers which pass into the air from ceilings and walls. 
It is estimated that an asbestos problem exists in some 10-15 percent of 
the Nation's 100,000 schools, and a number of Federal agencies are 
currently engaged in an interagency initiative to clarify the extent of the 
threat and to diminish it. This initiative needs to be broadened to include 
hospitals, day care centers, and other structures used by children. - 

Among other potentially dangerous building materials, lead-based paint 
remams a problem in many older buil *ings, and is discussed below. 

Housebold Products 

TTie Consumer Product Safety Commission estimates there are about 10 
m-ilion product-related accidents each year, some 38 percent of which 
involve children (i^). In collaboration with the American Academy of 
Pediatrics axid other groups, the Commissi '^n has established a series of 
standards, some voluntary and some mandatory, governing child product 
safetv. Standards cover improved packaging, testing, and development of 
protective devices, inspection procedures prior to marketing, information 
to consumers. .->nd monitoring of products in use. 

Commission investigations and ruhngs have involved such areas as toy 
construction, flammable sleepware, bicycle and crib design, and electrical 
equipment. A notable success has been the significant reduction (about 30 
percent) in child p^oisonijigs that followed the requirement for safety Tops 
on all containers or prescription and over-the-counter drugs. This 
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requirement could «be extended to other common household substances 
such as cleansers and insecticides. Success has also been encountered in 
the case of crib-related injuries, yerc design regulations and community 
information campaigns haye resulted in a 44-percent reduction of injuries, 
treated in hospital emergency rooms ( 19). 

J^owever, regulatory strategies can only be effective when combined 
with good judgment by parents and child caretakers. Electrical' devices 
toys, and household implements can never be' rendered fully accident- 
proof. Parents and child caretakers need to imderstand the most likely 
causes of home product accidents so they can make more informed 
decisions about which products to keep from children*s reach and which 
play^ activijiies to discourage. One way to. increase parent and child 
awareness is to involve them directly in borne safety inspections and other 
consciousness-raising activities. Such efforts could be -initiated by local 
agencies and* organizations — ^hools, fire departments. Boy and Girl 
Scout troops, and others — with a modest but targeted demonstration 
program of Federal incentive grants. In addition, it has been proposed 
that a universal symbol of danger be designed specifically to communicate 
a danger warning to children aged 2^d older (20). Such a symbol might 
be developed under the leadership of Federal preventive health authorities 
and the Consumer Product Safety Commission, with tfile involvement of 
child development specialists, the business community, and the media. 

Hundgmis 

One type of "product" found in about 20 percent of American 
households is responsible for a virtual epidemic of deaths and injuries 
among children and the youth — the handgun. Too often, -tbc-presence of a 
handgun in the home leads to accidental misuse by children even when 
adults intend that it be kept solely for sport or self-defense. In 1977, gun 
accidents were the fiftti-ranking cause of accidental death among children 
under 15. 

Firearms — pnmarih handguns — are the most frequently used weapon 
for suicide and hOini;nde, both of which are on the increase among young 
people. Firearms arc used four times as often as poison, the next most 
common method of committing suicide, and firearm suicides have been 
increasing at a much faster ,rate than suicides by other means. Homicides 
account for just over 10 percent of all. deaths among adolescents and 
young adults, although the figure is lower (7 percent) for whites and higher 
(30 percent) for blacks m this age group. Some 25 percent of the 21,000 
Americans who were the victims of homicide in 1977 were aged 15-24, 
placing that group at greater risk than the rest of the population. The 
deaths of so many young people represent a tragic waste of human 
potential. 

Tl e homicide rate in the United States is far greater than that of most 
other industrialized nations. Our 1974 rate of 10.2 homicides per 100,000 
people compared with a rate of only 0.9 for France, 1 .0 for Great Britain, 
1.1 for Sweden, and 1.3 for Japan. Easy access to firearms appears to be a 
iTTime contributor to the appalling U.S. murder rate. From 1960 to 1974, 
handgun sales in this coimtry quadrupled to more than 6 million a year. 
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During that same period, the homicide rate jumped from 4.7 per 100.000 
to 10.2 for the population as a whole, and from 5.9 per 100,000 to 14.2 for 
young people aged 1 5-24 (2 / ). 

Evidence from England and elsewhere shows that prohibiting the 
possession of handguns dramatically reduces the number of shooting 
deaths and injuries, especially those unrelated to criminal assaults (22). 
The Panel is aware of fierce political controversy in this country about any ^ 
form of gun control, and recognizes the strength of the organized firearms 
lobby. Nonetheless, the stakes for the Nation's children are so high that 
nothing short of a total ban on the sale of handguns, with exemptions for 
persons such as police, military personnel, and pistol* clubs, seems 
reasonable. We realize such a ban is not likely to prove politically feasible 
in the short term. One useful, less controversial step would be to mandate 
the development of child and yoiith protection standards relating lo gun 
safety. These standards might be jointly developed by a variety of interest 
groups, including the National Rifle Association, U.S. Conference of 
Mayors, gun manufacturers, and others. The effects of such a safety 
campaign on child and adolescent death rates should be carefully 
assessed. Failure to reduce the incidence of youthful handgun deaths by 
more than half should be regarded as further impetus for an overall ban. 

To summarize ^ v Panel recommenas that public authorities, corporate 
and labor leade*. professional organizations, private voluntary crrganiza- 
dons, schools, a».J parents develop and promote broad policies of home 
and community accident prevention for children. Specific actions should 
include ar least the following: 

« All local governments should upgrade housmg and bbilding codes . 
to ensure tha*^ dwellings arc constructed with l^ss flammable 
materials, conipletc fire or smoke detection systems, adequate 
evacuation routes, no open gas heaters, and hot water heaters with 
automatic thermostats preventing excessive temperatures. Fur- ♦ 
thermore. State govemmenis (through insurance commissioners) 

• and the Federal Government should provide incentives for such 
structural home safety features. 

• Current Federal interagency-, efTorts to reduce child exposure to . 

• asbestos in homes and schools should be fully implemented, andT^ 
broadened to" include hosp^^s, day cace^ centers, playgrounds, 
and other structures used by children. 

• The Consumer Product -Safely Commission should develop^ 
policy requiting child-proof caps on all common toxiC household 
substances, such'as cleansers, insecticides, and the like. 

• Local and State governments, businesses, professional, civic, and 
religious groups should develop conimunity campaigns to raise the 
consciousness t>f parents and children about accident prevention 
and to provide specific information on how to minimize childhood 
accidents. Such campaigxis should promote the direct inv^vement 
of children in safety inspections and other activities sponsored J>y 
local agencies, i;ncluding fire and health departments. 

• The Department of Health and Human Services should promote 
the development and disscpaination of a universal ^yT!lbol>.of 
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danger that can be recognized and understood by children age 2 
and older. 

• Congress should enact legislation banning the manufacture and 
sale of handguns, with excHcgptions for police, military personnel, 
and pistol clubs. Until such legislation is passed. Congress should 
nuindate the development and aggressive dissemination of child 
and adolescent protection standards for gun safety, with particular 
attention to prevention of accidents and misuse among children 
and teenagers. 

Recreatkmal Opportunities and Sport Safety 

Communities must not only help to create physical conditions that will 
reduce injury and waste of human life, but also structuie opp>ortunrties for 
children and youth to engage relatively safely in various forms of 
recreation and exploration which are a natural part of learning and 
development. Much of life requires informed risk-taking, and many tyj>es 
of physical play and experimentation among young people are essential. 
(More is said about this topic in chapter 3.) 

Recreation, in the form of organized athletics and individual sport, is a 
dQinain where physical risk is often instructive if assumed under 
controlled circih^stanccs. Problems arise when appropriate opportunities 
for physical activity are not available, and youthful energies are directed 
into areas where misjudgment may result in serious injury or adverse 
consequences for others. Problems can also develop from s|>ort activities 
when young people are not taught safety measures and ways to prevent 
injuries as a part of their training. 

Urban children and youth experience particular difficulties in finding 
adequate recreational facilities and opportunities at reasonable cost. 
Rapid urbanization, haphazard city planning, and short-sighted civic 
policies have in some cases turned urban environments into areas of 
unrelenting steel, cement, and glass without adequate public parks, 
playgrounds, gymnasiums, pools, or playing fields. Even where such 
facilities are available they often are cramped, a factor which itself 
contributes to accidents. In football, a high percentage of accidents could 
.be prevented by establishing an obstacle-free zone around the playing 
field. Appropriate design and use of safety equipment for contact -Alports 
also is important, and well worth the modest public cxpendiixire required. 

Water sp>orts are a significant factor in child acciid«];its each year. Many 
drowning deaths could be averted by better communis rules regarding 
swimming pools and boat use,"^d by more drown-proofing programs. 
Many youthful drowning victims are intoxicated at time of death, linking 
this type of accident, like so many others, to substance abuse. 

In general, the Panel recommends that provision of adequate recrea- 
tional facilitiies, space, and programs be seen as an integral part of a broad 
national accident prevention strategy. Recreational facilities, space, and 
programs should be designed to promote appropriate exercise for ail 
children and youth, and to minimize accidental injuries. 



• Urban planners and architects should routinely be required to 
consider the impact on child recreational opportunities of new 
urban constntction* Recreational impact on children and youth 
should become ^Ji element of all environmental impact statements 
for construe tior. in urban areas. 

m Boards of education should consider physical education and 
recreational op(H:>rtunities as essential components of schooling, 
and should work with local governments and parents to ensure 
adequate recreational space and activities for school-age children 
both in and out of sc:hooL 

• Organized sports activities for children and youth should be 
properly supervised, protective equipment should be used appro- 
priately, and young people sh^ '^?d be taught sports safety 
measures as part of their training. 

m Grc;ater atten Jon and financial support should be given to the 
development of improved safe^ equipment for all contact sports. 

• Swinmiing and water survival classes should be expanded, and 
State laws and local ordinance:: should be strengthened regarding 
the safe use of swimming p>ools and boats. 

Toward a Federal and State Accident Prevention Strategy 

Ntimerous Federal agencies have authority over some part of home and 
neighborhood accident control, but the Caters for Disease Control 
candidly state that injuries apart from those related to consumer products 
are not being addr^sed effectively at present by any agency of the 
Federal Government i23y. This lack of Federal leadership is reflected in 
turn in States and localities, where health and environmental protection 
agencies are makmg only limited efforts to develop accident prevention 
strategies. State^ and local health departments, which have traditionally 
been responsible for accident prevention, have lost resources and are 
presently attempting to redefine their missions. The Association of State 
and Territorial Health Officers reports that in 1979, only nine State health 
agencies had identifiable programs directed at controlling accidents^ 
injuries, and poisonings. Such programs consistently involved less than I 
percent of the total agen<^ budgets "(24). 

A broad Federal child accident prevention strategy should be developed 
by matenml and child bea!tb authorities within the Department of Health 
and Hu ^nan Services^ acting in concert with other areas of the Department 
and other relevant Federal agencies,, with regional^ State, and locaJ 
authorities^ and with parents. This strategy should be designed' so that a 
wide range of Federal programs and policies incorporate an emphasis on 
child accident prevention. Requirements for full implementation of the 
new strategy are: 

• The establishment, nationally and within each State or region, of a 
sophisticated and policy^riented epidemiological data base on 
accidents, injuries, and poisonings, to aid in targeting resources 
and programs. 
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• An inceasc in the capacity of centralized accident and poison 
-control centers to provide prompt and accurate informatioii to 

parents and health pcrsoimeU through the establishment of a 
computerized information network and other appropriate strate- 
gies. 

• Incorporation of accident prevention as an objective of Emergen- 
- cy Medical Care networks. New resources should be provided by 

Congress for such efforts under this legislation. 

• Careful assessment of the effectiveness of the accident control 
demonstration projects recenUy established by the Bureau of 
Community Health Services, and a congressional chaige to the 
Secretary of Health and Human Services to expand to other sites 
and regions those components of the demonstrations which prove 
effective. 

• The inclusion of accident prevention activities as an integral part 
of all primary health care programs supported with Federal funds. 



CHEMICALS AND RADIATION 

Among the most worrisome, pervasive, ajad complex environmental 
health hazards are the numerous chemicals and sources of radiation to 
which -Americans are exposed. Such exposure can take place at home, at 
work, in the nei^borhood— even in the hospital. Hazards can arise in the 
manufacture, formulation, use, transportation, and disposal of toxic 
chemicals; in the manufacture and application of pesticides; m the 
administration of drugs and radiation in medical care; in the preservation 
and coloring of food; and in myriad other ways we may not even 

recognize. ' 

Toxic chemicals and radiauon pose special dangers to pregnant women 
and to children. Exposure during pregnancy can result in spontaneous 
abortions, stiUbirths, birth defects, and genetic defects- More than 20 
agents are known to be associated with human birth defects, and many 
times that number cause Sirth defects in laboratory animals (2/). Young 
children can suffer growth retardation, reduced immunological response, 
minimal brain damage, and leukemia as weU as acute health effects such 
as poisoning, diarrhea, and convulsions as a result of exposure to some 
chemicals. The reproductive capacity of both men and women can be 
affected by exposure to certain agents, and the effects of such exposure 
can be transmitted to future generations if the mutation of egg or sperm 
cells is catised in either parent. « <- 

Environmental agents contribute directly or indirectly to virtuaUy al! of 
the major chronic diseases which plague modem American society. 
Childhood exposure to such agents can be a significant determinant of 
adult health status because it takes at least 20 years for the full effects of 
many compoimds to become apparent. Cancer is <he most dreaded and 
widely pubUcizcd of the chronic diseases which may be caused largely by 
environmental factors. The National Cancer Institute currently lists at 
least 20 chemicals and compounds for which there is epidemiological 
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evidence of human cancer causation: among them are asbestos, benzene, 
Vinyl chloride, and arsenic. More than 2,30C specific chemicals are 
suspected carcinogens. Other major health problems in which environ- 
men«:al agents have been implicated include arteriosclerosis, heart disease, 
^pertcnsion, emphysema, chrome bronchitis, kidney disease, liver dis- 
^ease, diabetes, anemia, neurologic and behavioral disorders, and inunimo- 

logic dises^ (2/>. . « j ^ 

More than 60,000 chemical compoimds are commercially produced, 
with about 1,000 new ones introduced each year. As their use in industry 
and farming has expanded, these chemicals have made their way into our 
food and water supplies. Several aspects of their use and disposal merit 
special concern. 



Chemical Wastes 

For years now, toxic chemical wastes have been dumped iato the 
Nation's lakes and rivers or buried in commu n ity disposal sites with litde 
if any regulatory supervision- The Environmental Protection Agency 
(EPA) estimates that 90 percent of the Nation's hazardous wastes are still 
being disposed of by environmentally unsound methods (25), despite the 
enormous public concern stirred by the discovery that chemical leakage 
from the Love Canal disposal site in New York State was exposing nearby 
residents to major health risks. Significantly, one of the first indicators 
that something was amiss at Love Canal came from the higjher than 
normal number of spontaneous abortions recorded aan^.^g pregnant 
women in the area. An association with congenital abnorma^tties is also 
suspected. One lesson is that the consequences of improper toxic waste 
disposal may be gravest for the unborn and the young. Another is that 
improveH perinatal epidemiology and surveillance can become a major 
public health toolibr those monitoring chemical risks. 

The EPA has identified some 30,000 waste disposal areas in the Nation 
as presenting potential health problems- Of the 645 sites it has investigated 
thus far, the agency has foimd more than 100 which it says pose a serious 
threat to approximately 600,000 citizens (26). 

EPA has recently been granted regulatory authority over new toxic 
waste disposal sites and has set standards requiring all those dumping 
waste into the environment to keep records on precisely what is being 
dtmiped and where. But thus far there has >^ccn no adequate action to 
reduce dump site hazards because the EPA has no funds for this purpose 
and the focus of its regulatory authority is on new sites rather than old 
ones. Cleanup of old dimip sites and mo -Storing of all such sites '.s 
essential. Alternative methods of disposal also should be studied for the 
future, including incineration of waste, resource recovery, and recycling. 



Pesticides can pose, a health hazard to workers engaged in the 
manufacture and application of such substances, to families who live near 
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or work in sprayed areas, and to consumers who eat foods containing 
pesticide residues. The insecticide Kcponc, for instance, not only caused 
serious neurologic and reproductive effects in workers at the Virginia 
plant where it was manufactured but also contaminated countless 
thousands of fish as it spread, after discharge from the factory, in 
unknown quantities along the James River, Chesapeake Bay, and Atlanuc 

Ocean. . »_ 

The accumulation of certain chemicals in tissues means that exposure to 
very small amounts over sufficient time can result in the buildup of toxic 
do^. A number of fat-soluble pesticide chemicals have been barmed 
from use by the EPA, such as DDT, Aldrin, and Dieldrin. Nevertheless, 
these chemicals remain in the environment from past use and n«man 
exposure occurs in foods and drinking water. Studies of the breast milk of 
nursing mothers have revealed that the majority have one or more of the 
chlorinated hydrocarbons in detectable amounts in their ntulk. Thus, the 
fetus may be exposed by passage across the placenta, and the newborn 
begins life with the u^j^ likelihood that such chemicals are m its diet e:lher 
in breast milk or other foods. 

Aerial spraying of pesticides constitutes a special problem since the 
wind can carry such chemicals to nearby homes and schools, thus greatly 
increasing the number of people exposed to them. 

Considerable anecdotal evidence was presented to the Panel by health 
authorities during the Panel's site visit to rural Mississippi that child 
illness is higher in areas of intensive aerial crop spraymg, and these sanae 
authorities also suspected that some proportion of birth defects, sullbuths 
and infant mortality could be attributed to pesticide exposure in areas of 
the Delta region where 2,4,5-T is still used on rice crops. 

Because it can take many years to determine the fuU health effects of 
any compound, and because longitudinal studies are expensive and 
sometimes inconclusive about causation, complete knowledge of lon^- 
term health risks from pesticides is not Ukely ^n. But the fact that partial. , 
evidence is often the only evidence we -have is not sufficient reason fors 
inactivity. The burden of proof that damage will not result from 
commercially available sprays and other insecucides should rest with 
manufacturers and policymakers rather than with parents. 

Pesticide tolerances preseiitly are calculated using consumpuon data 
and average body weight of an aduU. Because children have a snmller 
body wei^t, the amount of pesticide which can safely be ingested by a 
child may be different than for an adult. Food consumption patterns ^so 
differ for children resulting in a special profile of risk. These and other 
factors unique to the child population deserve sustained attenUon from 
manufacturer, public health officials, environmental protection authorr^ 
tics, and researchers. 

Lead 

Some urban children are at special nsk for high levels of lead in the 
blood because lead in the air exerts a combined effect with lead m 
drinking water, and someumes with ingested lead paint chips. Elevated 
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blood lead 'levels are now known to have a serious negative effect on 
health, and indirectly on health-related behavior such as school perfor- 
mance (27). ,. . 

Mo«-e than three-quarters of American familes now hve in metropolitan 
areas, and in most of these areas toxic gases and particulates, mostly from 
automobiles and industries, pollute the atmosphere. Lead is a major 
problem along with excessive sulfui oxide, carbon monoxide, ozone, and 
nitrogen oxides. Airborne lead, like the other pollutants, may -pose more 
severe problems for children than adults, not only because children will 
experience them over a longer period but because many particulates are 
densest close to the ground, where children arc exposed more intensively. 
Although the Environmental Protection Agency has issued regulations for 
stationary sources, such as smelters, it has not yet dealt with the problems 
surrounding motor vehicle emissions. In particular, the phase-down of 
lead in "leaded" gasoline has not been adequately carried out. 

Lead which enters drinking water from old pipes or the solder used to 
join copper tubing presents an equally pervasive problem. Most of the 
Nation's older cities have not yet faced the enormous and costly task of 
modernizing and rendering safe their water systems. Similarly, the pipes 
found in oloer housing may pose significant risflcs. 

One of the most difficult and serious problems to combat is lead-based 
paint. Unlike air and water borne lead, lead in paint is uniquely hazardous 
to young children. It is sometimes ingested by children in the form of 
paint and plaster chips in concentrations sufficient to produce serious 
impairment. Although the dangers of lead paint have been well pubUcized 
and its tlse is now banned in aU new housing, adequate steps still have not 
been taken to remove it from older homes where children live. It is notable 
that of the housing stock directly owned or financed by the Federal 
Department of Housing and Urban Etevelopment, 1.8 million dweUings 
built before 1971 contain lead paint (25). Targeted efforts to remove this 
hazard, at least from rooms and at levels where children can reach it, 
would seem a minimal Federal responsibility. 



Radiation 

If exposure levels are . high enough, ionizing radiation can cause 
leukemia and other cancers, genetic defects, and tissue injury. Approxi- 
' mately 45 percent of the radiation to which the general population is 
exposed comes from medical and dental use of X-rays and from 
radioactive materials used for diagnosis aaid treatment- Thus one major 
point of policy leverage in reducing radiation risks for most Americans is 
through the regulation and appropriate use of medical and dental X-rays. 
Almost all remaining radiation, exposure is from naturally occurring 
radioactive materials in water, sdil, and air, except for roughly 5 percent 
from fallout, industrial uses, production of nuclear power, and various 

consumer products. j • i 

The Food and Drug Administration is empowered to regulate msdical 
X-rays. This can be done by establishing standards on X-ray machines 
themselves, by estabUshing exposure guidance rules, or both. Thus far 



only the first approach has been used, although the possibility of issuing 
oatient exposure recommendations is being discussed. Two States— 
IlUnois and Vermont-have developed population exposure hmits and 
others currenUy are developing exposure guidance rules. The Panel 
beUeves it would be wise to create a national standard of exposure limits 
for pregnant women and children under I year of age, to guard against 
developmental damage and the risk of leukemia from X-ray exposure. 
Physicians ordering X-rays should inform parents of potential risks to 
thw children before X-rays are used for diagnostic purposes, and 
operators of X-ray machines should be required to uUlize protective 
coverings to limit the exposure to a medically necessary mimmum. 
Operators also should display a notice in all X-ray rooms instructing the 
patient to inform the technician if she has reason to think she might be 
pregnant. 

Ckxupational Exposures 

Amone the approximately 105 million American workers, an estimated 
73 million arc between ages 16-^5 (29). Many arc'cxposed daily to one or 
more occupational health hazards: carcinogenic chemicals, pulmonary 
irritknts, .-adiation, and various causes of psychological stress such as 
excessive noise. Although no accurate statistics exist regarding how many 
of the 400,000 new cases of occupation-related disease each year involve 
persons of childbearing potential or pregnant women, the number is 
Srtain to be large. Some hazards have the potential of causing birth 
defects, genetic changes, stiUbirths and spontaneous abortions, as well as 
causing sterility and reducing fertility. , «. u 

Most of th^ serious occupational hazards affect those whose work 
involves sustained close proximity to toxic agents and radiauon. The 
Skrgeon General reports that 34,000 chemicals in the workplace have 
toxic effects, and over 2,000 are potential human carcinogens. Nine out of 
ten Ai^erican industrial workers are not adequately protected a^"jst at 
Icai t 1 of the 163 most common hazardous industrial chemicals. Further, 
the development of hazard control technology has lagged behind the 
erowth in use of hazardous chemicals and sources of potentially 
dangerous energy such as lasers, nuclear reactors, ultrasound, and 

""^^TOtiini/' hazards may be controUed by altering work environ- 
ments, requiring special protective equipment, and offering special 
training. The OwnifSSonal Safety and Health Administrauon is empow- 
ered to establish standards for health in the workplace, and the NaUonal 
Institute for Occupational Safety and Health, within the Centers for 
Disease Control, also performs an important role in sponsoring r^^.cyant 
proerams and research. These agencies have begun to develop pobcies 
to^d reproductive hazards, in the workplace, but no comprehensive 
national ti>Ucy exists. Such a policy needs to be developed to address 
ihosc^iSces of chemical and radiation risk which cause reproductive 
failuSin male and female workers, and genetic damage or congenital 
anomaUes in the fetus and the newborn. Immediate attention should be 



given to establishing standards for occupational exposure to lead, 
asbestos, pesticides, and radiation. The policy should be updated at 
intervals with the accumulation of new knowledge and information 
regarding occupation-related risks. 

Standards which focus only on women of childbearing age can lead to 
discrimination in the workplace, either by exclusion of women from 
certain types of jobs where there is chemical exposure, or by requuring 
evidence of sterilization in women to avoid fetal exposure to chemicals. 
Chemicals can have adverse effects on males as well, as in the case of the 
pesticide DBCP which is believed to have caused sterility in male workers, 
and lead and other substances which can cause mutation of male sperm 
cells leading to miscarriages and birth anomalies. The workplace should 
be safe for both sexes, and standards should allow both men and women 
who want to have children to transfer to another location with no 
exposure to risk-related chemicals, without financial penalty. This last 
point is particularly important because higher pay for hazardous jobs may 
lead some employees to choose short-term financial gain over long-term 
health protection. Agencies seeking to help vulnerable employee groups 
should target their efforts on communities where only one industry, with 
hazardous woridng conditions, ofFcrs the major employment opportunity. 



Federal Policy 

Because cbcmicals and rstdiation pose significant risks to the fetus, the 
newborn and the young child^ certain minima t federal legislative, 
regulatory, and administrative steps should be taken to address these 
environmental hazards. Such steps indixde at least the following: 

• Congress should-move swiftly to enact leg^lation and appropriate 
funds establishing a partnership of private corporations and 

, public authorities to clean up existing che mi cf fl dump sites. In 
implementing this legislation, first priority should be given to sites 
presenting greatest immediate rirfc to signific rxt numbers of 
pregnant women, iTi<>T^*s and young children. The Environmental 
Protection Agency should further establish a strict rnonitoring 
system for future toxic waste disposal, with approporate indicators 
of risk to pregnant women and young children, under the 
provisions of P.L- 94-469, the Toxic Substances Control Act of 
1976. \ 

• Exposure and ingestion tolerances for pesticides should be 
calculated to reflect levels considered safe for infants, children, 
and adults of both sexes, with particular attention to pregnant 
women. Regulation^ of pesticides should be based on premaricet 
tests including reproductive studies in test animals. 

^ • Special attention should be given by the^EPA to levels of pesticide 
ingestion for migrant and seasonal farm workers, their families, 
and other rural families. 
» The Department of Health and Hiunan Services should work 
jointly with the Departnacnt of Housing and Urban Development, 
the Enviroimiental Protection Agency, the Department of Energy, 
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«nd other, relevant Federal and Slate agencies to develop a 
comprehensive national policy for removing dangerous levels of 
lead from air, water* and paint or other housing materials, with 
.y^pecial attention to educating parents and minimizing child 
exposure. 

-'^m The Fo'Od and Orug Administration should establish national 
guidelires of X-ray exposure limits for children and pregnant 
women. Also, health providers should routinely employ every 
available means to protect children and pregnant women from 
unnecessary exposure to X-rays, including formal and informal 
educational programs for parents and children. 
• The Occupational Safety and Health Administration and the 
National Institute of Occupational Safety and Health should 
collaborate with other relevant Federal and State agencies and 
professional organizations such as the American College of 
Obstetricians and Oynecologists to develop a comprehensive 
policy rej^arding reproductive hazards in the workplace. 

DRUG AND FOOD SAFETY 

Approximately 70,000 prescription drugs and more that 200,000 over- 
the-counter drugs arc now on the market, many of them used by children 
and pregnant women. Although for the most part these drugs are safe if 
used appropriately, the chance of adverse reactions is real for many of 
them. Adverse reactions sometimes .a^c immediate and discernible, but in 
other instanf.es effects may be more subtle, cumulative or difTlcult to 
detect. 

On many grounds, safety criteria for drug use among young children 
and pregnant women must difTcr from those for other groups. Pregnancy 
and early childhood present unique^ susceptibilities, changing hormonal 
balances, and a series of other biocliemical considerations which require 
special attention and vigilance by parents, drug manufacturers, and 
regulatory authorities. 

The I^DA has recently ^tablished labeUng standards for prescription 
drugs used during pregnancy so that physicians, pharmacists and 
consumers will have information about correct use and special risks. Such 
labels will be attached not only to drugs commonly used during pregnancy 
such as sex hoi-mones employed in diagnostic testing, oxytocic drugs for 
inducing labor and anesthetics used diiring delivery, but also to general- 
use prescription drugs sucli as analgesics (e.g., E>emerol) and diuretics 
known to carry special risks during pregnancy. The new labeling 
regulations wiU be directed principally to physicians and pharmacists, 
although labels will be written in language intelligible to the consumer. 

One serious limitation of the FDA policy is that it does not apply to 
nonprescription drugs, many of which pose risks for pregnant women. 
Negative consequences have l^een associated with the use of aspirin, 
attHhi^LtamiTKMs, sleeping pills and numerous other over-the-coimter prepa- 
rations, causing many obstclrici ms to discourage any use of these drugs at 
aH during pregnancy. LabeHnf , regulations, requiring warnings in plain 
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English, need to be developed by the FDA for all over-the-counter drug* 
^th known or presumed risks during pregnancy. 

The special sensitivities of pregnant women and children should also be 
taken into account in research and testing of new drugs. Cliftical tesung of 
new pharmaceuticals is generally done on adults while infants and 
chUdren may have a quite different threshold dosage for safety and 



A Sherent national policy governing drug testing and research to 
determine safety -and cfTicacy of drugs for mfants, children, and pregnant 
women needs to be developed by the FDA, with cntcna for clmical 
testing. 'premarketing approval, and subsequent monitormg of etlccts. 
LongiUiinal resear^ should be included to evaluate both the immediate 
and long-term effects of drugs used during pregnancy apd childbulh qn 
maternal and infant outcomes and subsequent physical, neurological, and 
behavioral development of offspring. It also is essential that tnatcrnal and 
child health expertise be represented on advisory boards utdized by the 
FDA to review poUcy toward aU drugs which may affect the health of 
fetus and the mother, and to develop more rigorous cnteni and 
procedures for review of new drugs intended for use among women and 
men 

of childbcarmg years. , w 

The Food and Drug Administration also performs a vital role by 
routinely monitoring thousands of diff-erent commcrciaUy available 
foodstuffs for nutritional content, use of additives, and unmtended 
presence of toxic substances. This task is potentially so vast that it musibc 
Urformed selectively, on a sampling basis. One recent successful FDA 
poHcy initiative has been the requirement of labeU specifymg nutnuonal 
content on all commercially sold baby foods. As a result of this pohcy, the 
nutritional quaUty of baby foods has improved since both manufacturers 
and consumers arc more aware of nutrient content. The change has 
occurred without undue cost to industry, and with clear sooal b«iefits. 

Tlic composition of infant formulas also has been the object of FUA 
poUcy. as well as recent Federal iegislation. The FDA, working closely 
with organizations suci as the American Academy of Pediatrics Commit- 
tee on Nutrition, developed regulations on the nutrient composition of 
infant formulas as early as 1971. These regulations served as guides forthe 
manufacturers and provided information to consumers scientific 
information has required that the regulations be updated. The need for 
vigilance is demonstrated by recent experience with one commcrciaUy 
a^SSable formula whose chloride content was so low as to result m 
nutrition^ imbalance among infants fed on it exclusively. AnothCT of the 
potential problems with certain infant formulas is contaminauon by toxic 
Stcmicals such as lead, which sometimes is introduced due to leaching 
from the seams of >metal containers. Sadly, elements in formulas arc not 
the only hazard to nutrition of the newborn. Contaminants also may be 
present in human breast milk. PCBs, pesticides and certain chemicals are 
known to enter breast milk. There arc still many unanswered questions 
about the absorption of such contamiilSants and their biological influence 
on the health of the mother ^nd infant. Some epidemiological surveillance 
has been done to assess levels of exposure of the population, but more is 
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needed. Hig^pnonty ahoald also be given to more rasaearch on the effects 
of cpaMniiiuuits inliunuui milk. 

Adctidvcs m pervasiye in the foods consumed by mothers and children, 
and can consfitute aadther source of risk. Certain coal tar derivatives used 
for cokmng .have been sBown to be carcinogenic in animal tests. Some 
researchers believe that color dyes also may contribute to hyperactivity in 
oprtain children. Beciiuse colorihg and additives give no nutritional benefit 
and pose an unknown risk; their use should be subject to research and 
regulatory scrutiny in the future. 

In Reviewing the numerous research activities of the FDA and other 
.f:^eviim.^!^deral agencies, tbc Ptincl believes that three research priorities 
r ''offadd safety should be established in addition to, or in reinforcement dC 
ibo^ addressed in the previous f^aragraphs. These include the following: 

• Further work on nutrient imbalances and toxic exposures in the 
fqods of infants, adolescents, chronically ill children, and preg- 

^ nant women, with eatploration of implications for a more coherent 

• national policy on necessary safeguards. 

« New research on communication of safety and nutrition informa- 
tion to consumers, including assessment of how best to reinforce 
labeling policies so as to improve consumer choices. 

• More intensive investigation of relationships between food com- 
position, food additives, and child behavior, with special attention 
to the effects of nutritional imbalances and additives on school 
performance-social adaptation, and coping skills. 

^ - ' 

Alcohol, NIcotiiie, and Caffeiiie 

Mounting evidence suggests that 'serious adverse consequences to the. 
fetus and the mother can resiilt from excessive consimiption of alcohol, 
nicotine, and caffeine during pregnancy. Babies bom to women who- 
consume excessive amounts of atcohol during pregnancy can suffer 
central nervous system disorders, growth deficiencies, .and other birth 
defects. Steps are being taken by the Federal Government and rele/ant 
professional and consumer groups to educate the public about the dangers 
of fetal alcohol syndrome, althoi^gh no fieghlatory poliey has been 
established to require warning labels or otherwise communicate the 
dangers of alcohol during pregnane^,. Problem drinking in pregnancy is 
discussed in greater detail in chapter 3. 

Babies bom to smokii^ mothers are more likely to be of low birth 
weighs ^t fiiU term, to be premature, and to have mild deficiencies at birth. 
' An assooation also exists between the. number of cigarettes smoked per 
day and the probability of spontaneous abortion. As noted earlier in the 
report, these facts give cause for concern because even thoi^h the 
-percentage of women who smc^e has declined, the rate of initiation 
among younger women entering the childbearing years has not. More 
edncaticmal programs are needed aimed at teenagers and women of 
^ildbearing years to emphasize the possible adverse effects of smc^dhg on 
pr^nancy outcome. 
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In anmial testing, it mlso has been established that cafleine can produce 
birth defects. Although evidence still is not conclusive enough to merit 
warning labels for caffeine-containing products, the FDA presenUy plans 
to warn women that they should stop or minimize drinking of coffee, tea« 
and colas during pregnancy. 

FDA Policies 

In sununary. the I^mel rcconuaends that at a minimum, the FDA, take 
tbc foUawing steps in coUaborMtion with other federal agencies and state 
and loc^authorities to further assess and make known potential hazards 
wbic^ St^ and food substances may pose to children And pregnant 

^'omai: ^ , ^ 

• Existing Federal drug labeling requirements pertainmg to risks for 
pregnant women should be extended to nonprescription dnigs. 
The special sensitivities of pregnant women and young children 
should be taken into account when setting standards and 
establishing threshold levels for the safety of all drugs and foods. 

• The FDA should establish a coherent national policy regarding 
food dyes and additives as these affect pregnant women, infants, 
and children, and issue regulations, require warning labels, and 
take other app r opriate steps whenever significant risks are found. 
When appr opriate, the FDA should act in collaboration with the 
AlcohoU Tobacco and Firearms Agency of the Treasury Depart- 
ment, other government agencies, private industry, and relevant 
professional groups. 

SAFE ANO HEALTHY WATER 

Mast commimities in tbe United States have eliminated obvioiis sources 
of infectious disease from their water systems, but three problems remain. 
Many community water supplies still are not fluoridated, some famihes 
still lack adequate potable water and sanitation, and certain potentially 
dang^ous chemicsijs still are found in drinking water. 
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Flaoridation 

Tooth decay is one of the Nation's most common health problems, 
affecting 95 percent of ail Americans. In 1978, total dental expenditures in 
tike United States reached $133 billion, up from $3.7 billion in 1968, and 
accounted for 7.9 percent of an personal health care expenditures. 

Children who from birth have access to fluoridated drinking water 
average 50-70 percent less tooth decay than those without. Loss of first 
permanent molars can be reduced by three-quarters, and some types of 
caries by as much as 95 percent (30). One conservative estimate has 
suggested that water fluoridation, by reducing the incidence of dental 
caries, produced annual sayings of treatment costs of $11 to $16 per 
capita, resuhtttg in a cost-benefit ratio of roughly 1:50 after 12-15 years 
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(JO). This means that for every dollar spent on water nuoridation. 50 
dollars are saved in treatment costs. 

la s|>ite of these facts, fewer than 50 percent of ail American famihes 
*t>H children have access to fluoridated water, and those who do nuiy in 
some cases be served by fluoride-deficient water systems. Other alterna- 
tives aie available or can be used in combination with water fluoridation. 
In areas wVieze fluoridation of community water supfdies is not feasible, 
fluoridation of school water supplies can still provide substantial protec- 

ticm an estimated 30-40 percent reduction in tooth decay. A variety of 

other measures can also help, including the use of appropriate toothpastes, 
fluoride mouth rinses, dietary fluoride supplements, and the direct 
application of fluoride to the te«;th by the dentist or dental auxilliaries. But 
none is as eflective or economical as direct fluoridation of water supplies. 

The Federal Government has been less than strenuous in its support of 
water fluoridation, partly because some groups have argued that fluoride 
may pose a long-term hazard to health. The recent Surgeon Oe*«;.ral*s 
Report on Prevention does not lend support to this view, arguing instead 
that research over the past 35 yeairs has produced no evidence to support 
cobcem. Another reason for Federal hesitance has been that decisions to 
fluoridate remain a local political prerogative* This is appropriate, but 
need not preclude a supporting Federal role. 

The first Federal funds ever provided to assist States and communities 
in v<rfuntary fluoridation projects, totaling $2 million, were appropriated 
during 1979. This figure rose to $6.8 million in 19«0. The President's 1981 
budget supported the importance of fluoridation as part of a total 
prevention package, and requested additional funds to support voluntary 
commimity efforts in the future. The Panel supports these initiatives and 
believes that the program of Federal startup grants for voluntary 
fluoridation projects should be continued and enlarged. Educational 
eflbns offer another avenue for Federal support. A recent report from the 
General Accounting Office indicates there has been a decline in public 
knowledge about the benefits of fluoridation. This may in f^art be the 
result of a tendency to pay greater attention to "new" health hazards than 
to persistent old ones, but whatever the reason, a renewed effort to inform 
people of the benefits of fluoridation is warranted. 



Potable Water and Sanitation 

An examination of 1977 Annual Housing Survey indicates that 
approximately 1.2 million American children bve in households which 
have sources of water other than public or privately owned municipal 
^rstems Of individual wells (J^l). Approximately 600,000 live in households 
into ^^bich no water is piped: These figures indicate a substantial number 
of children are members of households which get their water directly from 
bodies of water or have their water shipped in and stored. In the first case, 
the water is probably boiled before use but otherwise not purified. In the 
latter case, the tstnV trucks that tran^x>rt the water and the facilities in 
which the water is stored are highly susceptible to contamination, as are 
all closed water systems. 
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lifaddition, the same survey estimates that there are approximately 1.35 
million children living ip -jomes with incomplete plumbmg facihties. 
These children may contract disease or iUness from mere exposure to 
untreated waste water as w^U as from ingestion of contaminated water. 

The children most likely to live in dweUings like those described are the 
same high-risk children whc are often denied access to health care because 
of geographic or socioeconomic factors. Typically, they are Wack or other 
minon^ children Uving in nouseholds witti incomes of less than $!0 000 a 
year and which are located in rural areas (especially the South) and 
hea<led by one parent having only an elementary level educauon. 

The Public Health Service has no concrete data as to either the total 
number of cases of enteric disease caused by consumption of or exposure 
to contaminated water, or the number of children afflicted with these 
diseases as a result of drinking or coming in contact with disease-laden 
water. However, it did report that there were 31 separate outbreaks of 
enteric disease emanating from contaminated water sources m 1978. 
These outbreaks involved approximately 1 1 ,000 cases. 

A large percentage of these 11,000 cases were apt to be chddren, 
because chUdren are generaUy more susceptible to enteric disease. Young 
children under the age of 9 are likely to suffer disproportionately. The 
Pubhc Health Service cautions that prevalence among chUdren may not 
be greater than for the rest of the population; it may be that more cases 
arc reported because care is sought more often for children manifesung 
symptoms of these diseases. However, children must receive care more 
onen than adults because they cannot tolerate the acute dehydration 
which characterizes enteric diseases. The effects of these diseases on 
children can be severe if proper medical care is not r^dily available or 

sought. _ ... . , - , 

F?oblems of inadequate water and sanitation facihues, which are 
particularly prominent in the rural South and Southeast, need to be 
brought to the attention of relevant State Governments, State and local 
environmental protection authorities, agricultural authonues responsible 
for rural water projects, and the Pubhc Health Service. In addiuon 
national research is required to ascertain the total niunber of cases of 
enteric disease among American children which can be directly attributed 
"to df inking or coming into contact with contaimnated water. 



Chemical Contaminants 



Environmental protection and^ealth authorities also face the problem 
of removing certain potentially dangerous chemicals found in dnnkmg 
water. Exc^ive nitrates, sodium, lead, and organic contammants may 
pose hazards to children and pregnant women. 

The amount of sodium entering drinking water supphes could be 
somewhat reduced by the substitution of other compounds for _s^t 
commonly used on icy roads in wjnter. Ch^oform, which^can affect fet^ 
growth, often forms as a result of a^reaction betw«^ fhlomie and orgamc 
toritaminants but could be removed by treating drmkmg water with 
granular activated carbon. The Environmental Protection Agency is 
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required to establish standards for various pollutants in drinking water. 
We believe that this mandate shljuld be carried out with special concern 
for risks to pregnant women, and long-term cumulative risks to children. 



Next Steps t 

Clean and healthful community water supplies should be available to all 
American families. As immediate and minim a l next steps, Panel 

recommends that: „ . ^ ^/^"T i. 

• All community water supplies should be fluondarfed wherever 
possible, and Federal assistance to States andyeibmmunities *br 
water fluoridation should be expanded- Whero^mmunity w ^r 
supplies cannot be fluoridated, school water.^suppHes should be, 
and fluoride toothpaste, mouth rinses, supplements, and topical 
treatments should be encc'iraged. 

- • Problems of inadequate potable water systems and sanitation 
facilities should be brought to the attention of relevant State and 
Federal agencies. Collaborative effort of both State and Federal 
agencies, initiated by the PubUc Health Service, should result m a 
specific progrsun to correct these serious health hazards. 

• Federal funding, should be provided for a national study to 
ascertain the incidence and prevalence of aU infectious diseases 
among chUdren in the United States which can be attributed to 
contaminated water supplies, with the subsequent use of the study 
to target remedial efforts. 
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CHAPTER 3 



HEALTH AND. BEHAVIOR 



The relationship between health and behavior is both self-evident and 
conzplicated. Everyone knows that health is shai>ed significantly by 
individual choices — to eat some things and not others, take risks or avoid 
them, follow health-related advice or ignore it, exercise or not. But such 
decisions are .made in human contexts with many different economic, 
social, and psychological elements which complicate and influence them. 

Health-relevant behavior is^^^m integral part of overall lifestyle and 
behavior, which starts forming in infancy. It is influenced by a ^wide 
variety of factors including the examples set and instruction given by 
parents, siblings, peers, schools, religious and community groups, and the 
media. Bcdbavior may be modified by what is consciously taught, but it will 
certainly bo shaped by what is seen, heard, and felt in the course of daily 
life. 

The health of children and youth is significantly affected by their own 
behavior and by the behavior of others, particularly their parents and 
peers. A modicr^s influence commences even before birth, for a number of 
maternal behaviors such as smoking, drinking and drug use can affect the 
outcome of a pregnan<^. As children develop, they learn to respond to 
their environment selectively and in patterns characteristic of their social 
^=o^mag^ -These patterns have considerable influence on adaptation, on 
healthy and even on how health is defined. Many behavior-patterns which- 
have significant inq>lications for health over a lifetime are formed during 
childhood and adolescence. Successful attempts to influence health- 
related behavior in positive ways cariy in life therefore can have 
significant long-term payoffs. 

Odier chapters of the report contain much znaterial relevant to^ health 
^md behavior. In the final analysis, it is impossible to analyze topics such 
as environmental risk reduction, improved nutrition, _or access to health 
services without consideration of behavioral factors along with financial, 
organizational, and other factors. We devote a separate chapter to health 
and behavior to piermit a sustained look at those a^>ects of behavior' which 
are particalar salience to health in each of four life stages (pregnancy, 
infancy through the preschool years, elementary school age, and adoles- 
cence), and to disc6ss how five of socie^^s major institutions — health care . 
settings, tb^ schools, the media, the^woriq>lace, and the community — can 
in fluence health-related behav ior ^ough educaticm, guidance^ and 
cotmsdiing. These matters are ad^r^^ed m the S4^tions whacB foHow. 
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"Several caveats recurred in aU of the Panel's discussions of h^th and 
behavior; and apply generaUv throughout the chapter First, the degree of 
cantor ^ple have over their health-related behavior is not evenly or 
SadomlVStributed in society. Whether children or adults it is far easier 
for thosi with extensive education and high incomes to adopt a healthy 
lifestyle than it is for individuals at the low end of the socioeconomic 
specWi. In addition, there are value judgments and moral que^tioi^ 
^Ucit in many behavioral decisions, and a dehcate pohtical and 
phSosophical dilemma is presented whenever public P^^^^y 
Lfl^e private behavior. The emphasis, the Panel beheves, should^on 
promoting informed decisionmaking rather than on behavioral prescnp- 

^''^Finally, education, counseling, and other efforts to influence ^dividual 
behavior do not preclude simultaneous moves to restructure environments 
S as to enable hWlthful choices to be made. As noted m chapter 2, some 
of the most useful "behavioral" interventions are those which reqmre no 
voluntary action by the individual but instead preclude a dangerous 
choice^ permit a healthful one automaticaUy. Also, many of the most 
successful efforis to promote healthy behavior mvolve elements of both 
structural chance and education. i . j 

^t mSces no sense to consider policies to enhan^ health-reUted 
behavior among children and pregnant women without first acknowledg- 
STthe widely differing age groups involved, each with its own devrfo^ 
mf ntal stages, profile of behavioral risk, array of sociahzmg mfluenc^, 
and opportunities for learning. Health promouon for 
bearinl age certainly is not the same as health promoUon for children ^d 
^^\nd among young persons it is useful to distmgmsh among at l^t 
Jhree groups-ciSdren five and under, elementary school children, and 

*^&^^^ firoupings are not differentiated enough for many purpos^- 
From a devel<5pmental standpoint, it is clear that special conditiom app y 
in the first six months of life, to I to 3 year olds, to preschoolers, to early 
adolescents, to youngsters 16 to 18, to very young mothers, and to various 
oAe^ge^tegories (/)- Economy of presentation requnres that we setUe 
hSfon four Joupings, pointing out special behavioral cu-cumstances or 
^ues ?or s^b^ups when appropriate. For each age range we review only 
SeSed developmental influences and behavioral risk factors. A compre- 
heS^We dfscussion of needed health services for chUdren and pregnant 
women is found in chapter 5. 

PREGNANCY 

In the process of child development, the earUest phase and in many 
regards the most important is fetal, development and bu^ itself. Maternal 
behavior can influence fetal development and pregnancy outcome ma 
number of ways, beginning with conception. If the decision to become 
pre^t is coSciously and a child is wanted, parent attitud^ and 

Hev^mental prospects for the chUd are more likely lobe posiUve th^ if 
Conception inadvertent. Hence responsible sexual behavior itself is a 
sigi^^t factor in reducing developmental risk. Use of family planmng 
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counseling is one way to reduce the chance of un* -anted pregnancy. 
Another is widely available education in human sexuality. 

Good, nutrition both before and after conception, and access to timely 
prenatal care« arc probably the most important factors in promoting 
normal pregnancy outcomes, as discussed elsewhere in this report. Both 
are most effective when they include a significant educational and 
counseling component, informing prospective parents of appropriate 
behavior during pregnancy. Education and counseling can be provided in 
many sites, including health care settings^ free-standing clinics, the 
workplace, and even at times the school. 



Alcohol, Smoking, and Drug Use 

Certain maternal behavior — most notably alcohol consimiption, smok- 
ing and drug use — can seriously affec' pregnancy outcomes and therefore 
warrants intensive concern. Since such behavior is almost always well- 
entrenched before a woman becomes pregnant, the most urgent need is to 
help the pregnant woman understand the risk her behavior poses to her 
unborn child and to assist her in modifying her behavior in ways that 
eliminate or reduce those risks- 
Heavy drinking by pregnant women has been shown to result in a 
characteristic set of abnormalities called fetal alcohol syndrome (FAS) 
which afflicts as many as 4,000 to 5,000 infants a yean These infants are 
often of low birth weight, mentally retarded, and may exhibit physical, 
neiarological, and behavioral problems, with abnormalities and other 
seiious defects in almost half of the cases. Both the risk and the degree of 
abnormality go up as consumption of alcohol increases. One Boston City 
Hospital survey found 74 percent of infants bom to women who 
consumed more than 10 drinks per day had the fetal alcohol syndrome. 
Congenital defects were found among 32 percent of infants bom to heavy 
drinkers compared to 14 percent of the offspring of moderate drinkers and 
9 percent of infants of nondrinkers (2). The effects of moderate drinking, 
or of occasional binge drinking, are less well documented but animal 
studies suggest caution in the use of even small amoimts of alcohol by 
pregnant women. 

There is also substantial evidence that smoking increases the nsk of 
spontaneous abortion, neonatal death and low birth weight. Women who 
smoke double their risk of having a low birth weight baby. Infants bom to 
smokers weigh an average of 200 grams less than tho:>c bom to 
i^^mokers, and this effect is independent of all other factors known to 
influence oirth weight. Analysis of data from several studies in the United 
States and Canada shows from 20 to 40 percent of the incidence of low 
birth weight in these countries is attributable to maternal smoking- Other 
studies indicate that the more cigarettes a woman smokes, the lower the 
birth weight of her baby- However, if a woman stops smoking during her 
pregnancy, her risk of delivering a low birth weight baby drops back to 
that of a nonsmoker. Thus, it is clear that health education efforts which 
succeed in persuading pregnant women to qtiit smofetng could have a 
significant effect on infant health (-?)• 
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Most health-damaging habits are exceedingly difficult to break Dnce 
they have become a part of the individual's normal everyday hfestyle, 
even when the person wants to change. Motivation, however, can make a 
dii/erence. Studies have shown that a smokCT facing an immediate health 
threat frotn his or her habit (such as a cardiac patient) is far more hkely to 
quit than someone contemplating the risk of getting cancer 20 yeare hence. 
Pregnant women share this heightened motivation to modify their 
belSvior, for nearly aU expectant mothers are anxious to avoid harming 

their unborn babies. , 
Drue use during pregnancy also can result in senous risks to fetai 
development. Some of the most dramatic and tragic effects ^re among 
infants bom to users of illicit and addictive drugs such as herom Women 
of child-bearing age make up about one-fourth of all heroin addicts. In 
one metropoUtan hospital center, there has been a five-fold increase m 
births to drug addicted women in the past 20 years (4). Similar trends 
probably can be found in other urban areas. 

Less pronounced but more widespread problems have resulted from 
inappropriate use of certain prescription drugs during pregnancy and at 
the time of delivery, including pain kiUers and diuretics. Adverse effec^ 
on fetal development, premature labor, and other problems have resulted 
in the new FOA labeling reqxiirement discussed in chapter 2. 

Preparation for Cluldbirth and Parenthood 

Some forms of counseling and education during pregnancy can 
influence parent behavior at the time of deUvery and afterwards m the 
care of the newborn. Information and support in the months pnor to birth 
can result in a number of desirable parent behavior patterns, "^eluding 
informed participation in the process of deUvery, appropriate use of health 
care, and adjustment to the oresence of a new family member. 

Many hospitals, obstetricians, family planning counselors, and other 
health care personnel now urge both parents to participate m classes or 
counseling Preparatory to childbirth. Such educauon has tnodica^ and 
psychololcll benefits, helping both parents manage labor and delivery 
knd makSg the experience of childbirth a posiuve one Research evidence 
suggests that mothers who seek information about labor and delivery m 
adt^ce tend to require less medication, have shorter labors ^^J^J: 
more positive toward themselves and their infants afterwards (5 6). Such 
education or counseling may prove especially important ^"^/j^™^ 
^ents, adolescent parents, and those preferring "natural" childbirth and 

^""^reSll't years, a number of private, voluntary groui^havc offered 
courses on labor and delivery. Such courses generally are <^^;''«i. "*^?"P 
settings, and complement the counseling and guidance provided in typical 
prenatal settings. Hospitals, clinics, and group practices also have 
organized such classes. The Panel views these mitiatives very favorably, 
* and sees the need for such education as an integral comporient of prenatal 
care We believe the availability of childbirth education should be 
increased, with special efforts made to reach low mcome, minority, and 
hi^i-risk women and couples. 
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Similarly, appropriate guidance and supp>ort in the period immediately 
after birth can help a family cope with such questions as infant feedings 
how to manage a diHicult baby, how to recognize illness, and how to 
provide a safe and stimulating environment for an infant. Because 
techniques and styles of caring for and nurturing an infant are largely 
learned behaviors — albeit shaped by individual temperament, cultural, 
social, and familial factors — the perinatal period provides a good 
opportunity to teach parents about child behavior and development. 
Hospital practices and staff attitudes can significantly affect some child 
nurturing practices, such as breast feeding (7), In addition, positive modes 
of interaction between parents and infant can to some degree be fostered 
by hospital personnel and others in the hospital setting. This may be 
especially important for parents who show ambivalence toward their 
infant, or those at risk because they have a premature or developmen tally 
disabled newborn. 

The perinatal period also is an opportune time to link families to other 
services or support groups to assure continuous care. One mechanism for 
such linkage discussed at greater length in chapter 7 is home visiting, 
which can ease the transition from maternity hospital to home and offer 
continuous suppK>rt for a period thereafter. In general, the Panel feels that 
.much more needs to be done by way of parent education before, at the 
time of, and immediately following, childbirth. Clearly this is a **teachable 
moment"" in the life of every family, and one which deserves more 
systematic attention. Numerous persons can have a role in parent 
education: family life educators, primary care physicians^ nurses, psychia- 
trists, clinical, psychologists, social workers, and various types of counsel- 
ors, home economists, religious leaders, teachers, and others {8}. 

The youi-g adolescent mother is in particular need of parent education 
and support. Often ill-suited developmentally to respond appropriately to 
the demai^us of parenthood, she has a major need for guida .ee. The Panel 
notes thf.t although some current programs for adolescent parents include 
a parent education component, this service is not s|>ecificaJly referred to 
either as a core or ' supplemental service in present Federal legislation 
authori2ing grants for commupity-based services to adolescent parents. 
This oversight needs to be corrected, and experiments further developed 
with public and private support to teach teenaged nx^thers and fathers 
parenting skills. 

INFANTS, TODDLERS, AND PRESCHOOLERS 

From earliest infancy, behavior patterns of parent and child must be 
understood as an interactive system. Although it has now been clearly 
established that some aspects of child behavior are influenced genetically 
(9), it is also clear that behavior of parents toward their children is an 
important formative influence. For the child, the period from birth to age 
5 is one of rapid and dramatic change in developmental capabilities and 
receptivity to various socializing influences. For the parent, this is a period 
of maximum potential influence on the child^s health and development. 

Strong bonding between infants and t". eir parents or other caregivers in 
the first 6 months of life is regarded as essential to normal emotional 
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development. Taking the infant away from nurturmg adulte or ^P^S 
the infent to only minimally affectionate persons dunng thjs period can 
advi^y affect the child's ability to relate to people later m hfe. 

Infante are not passive. They already are able to proems ^'^^^^^ 
associate daily cxp«i«ices with plcasure'or pain, and to form ocpectations 
being a^ded to when uncomfortable. Moreover, they express 
clear in^iSual differences in personality, all withm the range of normal 

"^^^^TSSi^tions about the development of their infant are known to 
be W^^^^minant of child development (1 J). If parents hke then: 
babies dM^ will spend time with them. If babies ^^F^^""^ 
parents wiU reciprtJSte and stimulate them. If parente timJc babit^ 
ST^ehow defective,' parents may ignore them, if the babies gready 
compucaic their woik and leisure hfe, they may come to resent them. AU 
sudTparent attitudes can affect the child's weltbeing over tinie. 

In addition to attitudes affecting emotional and cogmtivc development, 
parents adopt behavior patterns which can affect the health ofAeir 
Sfants in iWediate and practical ways. Apprcynatc patterns of fj^g 
and nutrition, household safety measures, and «=^«i"l5?J^,«^J^^ 
with health, care providers aU can contribute to the child s long-term 
health. Very early the chUd's life it is stiU parent behavior, for better or 
worse, which determines many child health outcomes. ^ ^ 

as parents exert a uniqlie socializing influence in tbe first months of 
life, so tibc health care and social service systems have a umquc 
reS>onsibility to famihes at risk during this period. Health care and social 
^^p^nnel are the only professionals likely to encounter par^te 
most in need of guidance and support. Yet in many areas, ^f^^^ 
and social servici systems do not reach out systematically to these ^r«ts 
The Panel beUev« that more needs to be done to assure P'fventi^^ 
outreach and education to new parents, especially those least equipped to 

cope with family stress. i « 

TCere is UtUe opportunity for effective health education when a child s 
visit wSx the docS^ypically lasts 10 minutes or less and constitutes the 
^y^nta^^^e^th^care system. Organizational cons^te^d 
inadequate financial incentives currenUy serve as ?>^«^_J^5?^^r 
^bT^utreacb and education by health care profesaonals. esp<:^y for 
high risk groups. These constraints are discussed fuitner m <=hf^ter 6^ 
^ need to iTremoved to permit age-relevant counsehng of P^«^^^^ 
children ab<;ut a wide range of behavioral components of health 

^^?^1h5elated behavior of parent and child are no ^^J^^^ 
during the period from 6 to 18 months of age^ d^*!^^*?^*=^, 
IcamT to wSk and to manipuUte many of the objects m his or her 
i^SSe environment. The likelihood of household S^Jf 
SS^dy during this period. Then from 18 months to 3 years of age, 
S^fTlS? J^dergoi aditional rapid developmental changes, mcludmg 
SL^c chang^ in language and cognitive abOities ^urmg »^ 
children begin to acquire the dominant behefs, values, and behavior 
^rlheir culSre, many of which have unphcations for health. 
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The age span from 1 year to 3 or 4 years of age is cme in which some 
children "disappear" from public view. They tend not to- see health carfe 
professionals as frequently as in the first year, but they are too young for 
preschool and only a minority are in formal day care settings. Hence those 
designing policies to assist parents of children in this age range have some 
unique difficulties. Health care and social service personnel remain the 
most likely source of guidance and education for such parents, and need 
to give special attention to continuity of parental guidance while the child 
is still a toddler. Accident prevention, proper habits of eating and hygiene, 
and other appropriate behavior patterns for the child should be the subject 
of counseling by health care professionals. Special attention also needs to 
be given to the risk of child abuse and neglect by parents under great 
psychological or economic stress. The age range from 1 to 3 years is one in 
which the demands placed on the parent change in quality and scope, 
reflecting in part the increased motor competency and asseniveness of the 
child. 



Child Abu^ and Neglect 

The vast majority of parents take great delight in t^eir children, 
watching them develop and helping them learn. But almost all parents at 
one time or another hive experienced intense frustration and anger, 
especially diiring periods of personal stress, and can "\inderstand the 
impulse to hit or otherwise abuse a child. 

Most parents do not actually lapse into such behavior, but an estimated 
500,000 to 1,000,000 each year, according to the National Center for Child 
Abuse and Neglect, do in fact abuse or neglect a child, even killing them 
in approximately I jjercent of the cases. Abuse can take the form of blows, 
bums, or sexual assault- Neglect can take various forms, including 
starvation, confinement, exposure to unsafe environments, or the absence 
of affection or attention. Children of all ages can be victims, but abuse or 
neglect often begin when the child is very yoxmg. 

Because such behavior is aberrant, reflecting extreme parental stress or 
imbalance, it is difficult for most people to comprehend. For years, 
professionals and policymakers simply did not acknowledge the fiill 
magnitude of the problem, or contemplate adequate steps to deal with it. 
Within the past 20 years, however, a considerable research literature has 
developed surrounding family violence, and child abuse and neglect in 
partictdar. It is now known that abusive and neglectful parents are found 
at all socioeconomic levels, and that no educational, racial or religious 
group is exempted altogether. It is also known that about 90 percent can 
respond to various new and successful forms of therapy (.12). 

Usually child abuse is the result of a family crisis or series of crises, with 
some triggering event. Its remedy almost always involves counseling for 
the entire family, not just the abusing person. Likewise, treatment 
generally requires a team effort involving . numerous professionals, 
including nurses, pediatricians, child psychiatrists, psychologists, social 
workers, educational sp>ecialists, attorneys, and child care workers. 
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Because therapy of this kind is expensive, especiaUv if it involves 
residential treatment, most health and social service exp^ffts stress the 
need for better preventive programs, based on early assessment of family 
risk, home health visitiiig by pubUc health nurses, social workers or lay 
visitors, and vigorous community-based campaigns of educauon and crisis 
management- In deir.o.i-.tration projects, preventive efforts have proven 
highly cost-effective nn reducing predicted leveU of abuse and averting the 
costs of subsequent rchabiUtation for children and parents ( 73). 

The Panel ^lieves that health care personnel— and health pohcymakers 
at the FederaU State, and local levels— have a special obligauon to work 
closely with other relevant professional groups on efforts to prevent child 
abuse and neglect. Because these problems so often are first identified by 
health professionals, and because good patterns o£4>arent-child mterac- 
tion arc so central to the promotion of chUd health, health care personnel 
must take the lead in developing strong preventive outreach and 
coordination cf services for families at risk. Federal State, and local 
health programs and policies Ukewise should take explicit cognizance of 
efforts in chUd abuse and neglect prevention in other service sectors, and 
initiate joint planning and service deUvery whenever possible. 

Preschool and I>ay Care 

From ages 3 to 6, the child's world rapidly expands beyond the family. 
Children in this age range are influenced by a wide range of adults and 
also acquire new information and behavior patterns from other children. 

Bv 1978, approximately one-third of all 3-^ year olds in the Unucd 
States attended nursery schools, an increase from 14 percent 
Moreover, 83 percent of all 5-year-olds attended kindergarten m 1978, as 
compared to 68 percent in 1967 {14}. Even if many of these programs are 
only for half a day, they are a logical setung in which to influence he^th 
and health behavior positively. Various professional groups, including the 
American Academy of Pediatrics, American Dental A^ociauon, Ameri- 
can Nurses' Association, and others have recognized the significance of 
preschool and day care settings as sites for health education and parent 
^unseting as well as early identification of health problems and linking 
families with sources of continuing health care. _-r^ 

Approximately 425,000 preschool children from low-income fanuhes 
are presenUy enrolled in Head Start programs. These programs have 
proven highly successful in achieving a wide range of olgectives, among 
S^ h<^1h promotion for the child and family. Head Start provides a 
variety of services from chUd education to nutrition counsehng for parents 
and supporting services for the family. Improvements in children s 
SLuve^kilkachieved by Head Start are "health-related" in that they 
' result in fewer remedial placements and learning problems in later 
schooling, and lead to better adaptive behavior in many domains As an 
effective strategy for health promotion among low-mcome preschoolers, 
the Nation should extend Head Start to all eligible children. 

The health ahd dental health education components of Head Start are 
better developed than similar elements of most day care programs or 



private prcschools. *Hcad Start performance standards have required 
health education for the past several years, a step which the Panel 
applauds. Other publicly Supported and private settings could benefit 
from similar program elements. In addition, as recommended in chapter 6, 
0e Panel believes that^ fiill implementation of the newly formulated 
Federal day care regulations will be an important mea n s for furthering 
heal|h education in day care programs, as well as improving health 
services to children attending these programs. 

Television and Young Children 

The preschool child learns patterns of behavior in part through direct 
instruction^ but more powerfully through imitation of conduct by adults, 
siblings, peers in the neighborfacKKl, and persons seen on television- 

Tlie influence, of television can be seen in children younger than 3, but 
becomes a major factor during^ the preschool and early school years. A* G. 
Nidson Company surveys indicate the average American preschooler 
spends more than 30 hours a week watching television, for a total of 6,000 
hours in front of the tube before he or she ever sets foot inside aifirst grade 
classroom* By high school graduation^ according to another study, a child 
will have watched some 15,000 hourfrof television — versus the 11,000 
hours spent on formal education (/5).^'^e implications of such behavior 
for the development of a sedentary life style are readily apparent. Further, 
bemuse role models play a significant part in shaping a child's behavior, 
the Panel shares with many other group>s a real concern about the content 
•of children's television programming and advertising. Television has a 
great potential for influencing health-related behavior of children, but 
such influence, at the moment, is largely negative as a result of violence- 
saturated programming^ massive advertising of sugar-loaded and other 
notmutritional food, and excessive promotion of over-the-coimter drugs* 

Program content is determined largely by publiodemand as interpreted 
by the television indtistry. According to a recent report of the Federal 
Conmiunications Commission (FCC), broadcasters tend not to air a 
sufficient number of educational or age-specific programs directed toward 
children C^^- In fact, of the stations in the 52 markets examined by the 
FCC in 1977-78, an average of 2-6 hours per week was devoted to such 
programming. The Panel would urge the FCC to encourage a significantly 
greater conmiitment to children's programming. 

Controversy continues over the precise degree <>f influence that 
television exerts in specific areas of behavior, partly because there is 
comparatively liinle rigorously designed research on the subject. However, 
there is convincing evidence from a series of investig^^tions that television 
prr^g r a mmin g and advertising can signiflcantly affect child behavior (/7). 
Moreover, if one follows the money, the hundreds of millions of dollars — 
$600 million in 1978 — spent on television advertising directed at children 
clcaily shows manufacturer confidence that at least some behaviors, can be 
influenced via this medium. 

Of particular concaem for health is the impact of "children's food 
advertising, where the bulk of^the money is spent. Until the age of 8 or 9, 
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children lack the cognitive ability to evaluate advertising messages- They 
have a more difficult time than older individuals in distinguishing fantasy 
from reality, or exaggerated claims from facts. They also ire likely to be 

gulUbleC/^). . , - - ^ 

Action for Children's Televiaon «ites current television aitvertismg 
tactics as oae important cause of poor nutritional habits among children. 
This notion is supported by the Society of Nutrition Education, whose 
survey of 1400 nutrition educat6rs foimd thai 89 percent of respondents 
' agreed television undermines their efforts to teach sound nutrition to 
children. Television advertising prompts children to pressure their parents 
to buy WcU-advertised foods, and even parents who successfully resist 
such pressure feel the strain television advertising adds to their relation- 
ship with their children (i5, 

Other concerns involve the influence *of television on aggressive 
behavior, sex-stereotyping, over-the-counter drug use, and drinkmg. In 
each of these realms, more needs to be done to present positive models 

and messages. ' , j i j 

Television viewing generally begins to dechne after age 12, and older 
children are usually more resistant to its influence. But for older children 
as well as younger ones, television-watching limits time available for other 
possible activities. Exercising, reading, conversing with family m«nbcrs, 
doing school work, and playing with friends are among the lost 
opportxinities. For the most part, time watching TV is ume not spent on 
learning about life itself. ^ , . . , , . 

While concerned about negative influences of television, the Panel is 
also aware that some television programs have a demonstrable posiuve 
impact on chUdren. Productions of the Children's Television Workshop 
<c.L Sesame Street) are notable in this regard, as are various other shows 
produced cxpUcidy for children, including Mr. Rogers, Captain Kanga- 
roo, special science programs, dramatizations for children, and more. In 
addition, entertainment broadcasting can offer positive acalth beha>aor 
models, and pubUc interest messages and counteradvertismg can broaden 
the information available to children and their parents. RecommendaUons 
at the end of this chapter acknowledge the strong potential of telc/ision as 
a vehicle for health promotion. 

SCHOOL-AGE CHIIJ>REN 

-J. 

Ouring the elementary school years and into early adolescence, the 
child develops new cognitive competencies which permit better under- 
standing of health and health-related concepts. During this same period, 
attitudes and behavior arc increasingly shaped by school personnel and 
peers as well as parents. 

School performance, and resulting feelings of success or failure, can 
fundamentally influence the chUd's self-concept, with long-term effects on 
motivation and achievement. Likewise, the seeds of later health-related 
behavior are often planted during' this period. The child gains mcrcasing 
awareness of his or her own sexuality; observes and may experiment with 
the use of cigarettes, alcohol, and drugs; estabUshes exercise patterns and 
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a ccmcqf^ o€ personal physical C2^>abilities; Icams to eiijoy or avoid 
nutritious foods; develops attitudes regarding socially accqptable and 
unapc^taUe risk-taking; and begins to. make personal judgments about 
apptupii ate use of health services. Thus, even as eariy as the first 3 years 
of ^mentary scho<^ attitudes and b^avior patterns take shape which 
can have ^ngrterm copsequences* 

In t^e sdKX^ environment, personal qualities, habits, and behavior 
learned at home are evaluated as well as acadetrtic performance. Explicit 
health and safety knowledge also is imparted. Children are likely to have 
contact with a school nurse or other health professional^ wiUiout the 
presence of their parents, and by about thii^ grade they are able to .decide 
for themselves whether to report a personal illness 

The culture of the school can exert as strong an influence on students as 
the formal curriculum* Schools vary widrfy in their academic and social 
orientation, discipline, and the structure of social groupjs, all of which can 
have a bearing on health-related bdiavior. Many bring children from 
different backgrounds and age groups together, exposing them to 
behaviors and attitudes -dififerent from those developed in the child^s own 
^home or neighborhood* Programs to promote good health«related habits 
via the schools cannot hope to succeed without acknowledging the 
powerful influence of school culture and adc^ting rdncational approaches 
which build upon its positive a^>ects rather than ignoring it altogether. 
Likewise, school personnel ^ must understand the ^infra-ciuriculum** 
represented by their own health-related behavior, and not expect this to be 
any less influential than classroom instruction. 

School health promotion can take many forms: formal classroom 
education,- supervised field experiences, peer education, education as part 
of the dehvery of health services, physical education activities, and 
t^ ^^-Vng in conjunction with food services. Even though many schools 
and school ^sterns are overburdened with their tasks of teaching basic 
<giritl<^ many national parent, educator, and health-professional groups 
have urged^ that all schools take action to strengthen health and safe^ 
education. Such education must be integrated with, and reinforced by, 
many aspects of school culture and many parts of the curriculum. 




Because more than 95 percent of children and youths from 6 to IS can 
be reached via the schools, there has always been a strong rationale for 
using schools as a site for formal instruction in health and hygiene* Health 
education hais been a regular i>art of school life for deca d es, and earlier in 
the history of pubtic education in this cotmtiy it was considered one of the 
basic subjects. ^ 

Therealso have been periodic national efforts to define and revise the 
health education curriculum. It is interesting, for example, to compare the 
recommendations Jointly made by the American Medical Association and 
National Education Association in 191 1 with those of the National School 
Heal A Education Curriculum Study in 19n57« Both were landmark 
statements for their times. The 1967 recommendations, framed around the 
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f\indamental concepts of growth and development, decisionmaking, social 
interaction, and strategics io resist peer and media pressure, remain very 
relevant in 1980. although their implementation has been far from 
adequate in most school systems. Even now. only 18 States require 
comprehensive health education in grades K-12 (20). 

Some progress has been made, nonetheless. In many school districts, 
those responsible for health education are employing more sophisticated 
approaches to reach their objectives. wiUi measurable posiUvc results. 
Several recent studies have shown demonstrable effects, for example, from 
innovative programs designed to reduce smoking among youngsters (2/)- 

In their enthusiasm to find solutions to existing health problems arid to 
meet immediate needs, many voluntary groups and health agencies have 
developed teaching materials on specific topics cspeciaUy for school use. 
Such effons have helped fill a void, and are to be commended, but the 
number of health problems deserving special consideration m the 
curriculum has become so great that many of these teaching aids can only 
be useful if they arc part of a comprehensive and sequential hcaltb 
education program. In the absence of a comprehensive program, school 
administrators under community pressure to ^'do something" about drugs, 
sex, smoking, alcohol, or other problems too often most respond with a 
hastily scheduled 2-wcek unit or a lecture to cover a specific problem— a 
problem often forgotten the next year in order to concentrate on 

something else. , 

Frafmented education efforts of this kind arc not an adequate response 
to thlTnccd for better health education- Federal. State, and local health 
and education agencies need to promote a unified approach to h^th 
teaching, organized so as to encourage coordination with other subject 
matter Sid evolving sequentially through the school years m developmen- 
tall^appropriatc steps. Health promotion and disease prevention should 
be emphasized, including the anticipation of experimentation with certam 

behaviors at certain ages. , , - i» 

Appropriate content areas for school health educ;ition curricula are 
many and diverse. They include, at a minimum, nutrition, exercise, 
smoking, alcohol u.r.-, driving safety, human sexuality, fanuly develop- 
ment, doping and stress management, and environment^ conditions 
;iffectine health. This is not as overwhelming a list as might be supposecl, 
because maiiy of the same basic concepts and skills underlie appropriate 
behavior, in all of these domains. . , 

The content of health education remains a matter for local deterauna- 
tion But Federal and State authorities, in conjunction with health 
professionals and <iducators have done a good deal in recent years to 
develop model curricula and teaching materials. Current Federal efforts to 
stimulate and improve school health education are being earned out by a 
varietv of offices within the Department of .Health and Human Services 
and the Department of Education, with some resulting -problems of 
fraemcntation. There is considerable variation not only in subject matter 
bu^ approach, from categorical (e.g., alcohol education) to more general 
health eSanccment (e.g., esteem-building, development of coping skJls) 
The Education Department now has an Office of Comprehensive School 
Health which is in a position to coordinate all Federal school health 



education programs and to work with State and local education agencies 
to develop such programs. In addition, through passage of the Health 
Education Amendment of 1978 (P.L, 95-561), Congress paved the way for 
establishment of demonstration and pilot projects in comprehensive 
school healtii education. As yet, however, no funds have been apprc^riat- 
ed to implement the new law. 

If school health programs are to be effective, improved preparation and 
in-service training of teachers, school nurses, physical education instruc- 
tors, and other school personnel also will be necessary. Elementary school 
teachers typically lack training in this field, and only 22 States certify 
secondary school teachers in health education. Similarly, in many cases 
school nurses and physical education personnel are not sufHciently 
oriented to the potential contributions they could make to preventive 
health education and health promotion, and are not given health 
education roles in the schools. Public and philanthropic grants to. training 
institutions and local and State education agencies for preservice and 
inservice training could have a major effect in changing this, situation. 

Physical Education 

School physical education programs are an area of vast unreal* 
potentiaL While adult participation in exercise and sports has T n 
soaring in recent years, cutbacks in public school budgets have resulted in 
a decline in the quantity and quality of school physical education 
programs. Only one child in three how participates in a daily program of 
physical education, and the record is worse in many areas (22). Lack of 
adequate programs is particularly notable in' congested central cities. A 
recent survey of New York State elementary schools showed four out of 
five had not met State-legislated requirements for physical education in 
the preceding year. Coupled with the prevalence of after-school television 
viewing, this decline in physical education is cause for concern. One of 
every six children taking a simple screening test designed by the 
Pr«ident's Council on Physical Fitness and Sports currently fails the test 

It is important to reverse trend, and also to increase the emphasis of 
physical education programs on lifetime fitness and health, maintenance 
^ciUs. School programs can have an impact, for both sexes, far beyond the 
development of specific athletic skills for competitive team sports. Tcaxv 
sports help studen|s learn to subordinate personal glory to group 
achievement, but the skills involved in some individual sports, such as 
bicycling and hiking, also should be taught so that young people are not 
dependent on the presence of others for physical activity. They shoxild 
learn to set and achieve personal standards of physical, performance as 
well as, or as an alternative to, competing against others. Physical 
education instructors also should teach the proper responses in situations 
of physical strain, techniques of relaxation under conditions of emotional 
stress, and the relation of nutritional intake to physical and mental 
activity. 

Implementation of school-based programs reflecting these principles 
will require a reassessment by many communities of physical edupation 
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Driorities. In some instances, communities may need to secure expert 
advice and support from local. State, or national sports medicine and 
fitness councils. The Panel believes that one group well-suited .or a 
leadership role is the U.S. Olympic Committee. Additional groups vunh 
valuable expertise include the U.S. President's Council on Physical 
Fitness, the American Academy of Pediatrics, the American Nurses 
Association, and others. 

Health Education in School Health Services 

School-based health services, whether they involve the traditional 
school nurse or a full-service clinic, offer the potenual for teaching 
children about prevention, self-care, and the wise use of health ser>aces. 
Part of this potential, alluded to above, is in rcdefimng the role of the 
school nurse so that she spends more ume in teaching and counseling 
activities relating to health promotion and disease prevenuon. School 
nursing associations, in coUaboration with other professidllal groups and 
experts on prevention, need to examine this issue and devise a prescrvice 
and in service training agenda for the 1980's. 

School health services can also teach chUdren appropriate patterns ot 
health care use. Recent research in the schools of southern Cal^omia 
susseests that patterns of use of school health services are estabhshed early 
in^ementary school, with a limited number of children makmg most oV 
the visits to the school nurse (24). Some children may actually need more 
care, but it is equally likely that the pattern reflects underutihzauon by 
some and overutilization by others, as a funcuon of different degrees ot 
classroom stress, willinmcss to seek help, or rapport with school he^ 
persoiimel. Whatever AeS»ase, health services in the schools offer a good 
vehicle for counseling children about personal decisions regardmg use ot 
health services, whether for sick or well care. , -.i. 

A third important role for school health personnel is to work with 
students and teachers to increase understanding of the particular 
problems of handicapped and chronically iU childrcn^^ith the advent of 
p L 94-142 the Education for All Handicapped Children Act, many 
h^'dicapped children now are being mainstreamed who previously might 
have becnin separate classes or institutions. These children often have 
special health needs as weU as learning needs, and effective mtegration 
"i^ normal classrooms requires orientation of other students as wellas 
sensitivity in addressing the health-related concerns of the handicapped 
themselves. 

AEK>I_£SCENCE 

In recent years, much attention has been given to adolescence as a 
crucially imfirtant and often neglected period of the ^^^f""'^^^ 
adolescence, which can be roughly equated with the ages 10-14, is a tune 
of rapid physical, cognitive, and emotional change, accomp^ed by the 
often str^ful shift from elementary school to jumor high school or 

11^ IJTi 



middle school, and concomitant entry into "teen culture.** Later adoles- 
cence is a period of transition to adulthood, during which young people 
are introduced to a wider social and occupational world, and gradually 
required to adopt fully adult norms of personal conduct. 

<fMthough adolescence is a life stage in which many forms of experimen- 
tatiOiS are necessary, socially adaptive, and to be encouraged, it is also a 
time when youngsters ^pically try out a number of behaviors which^ai;e 
ris^ or may have unfortunate lifetime consequences. Some forms of 
health-related behavior, such as eating and exercise habits, may already 
have been set earher in childhood. Others which are part of adulthood, 
such as driving conduct and sexual behavior, are formed either wisely or 
poorly during this phase of development. Still others, including smi^cing 
and alcohol and drug abuse, can be more like "time bombs** ticking away 
through youth to explode years later in the form of chronic illnesses such 
as heart disease, cancer, or stroke. 

Many health-related problems of adolescence result from immature 
judgment combined with uncertain self-esteem and strong p>eer pressures. 
One such probltin is unwanted pregnancy, which has grown with the 
dramatic increase in percentages of sexually active teenagers over the past 
two decades. The topic of sexiial behavior in adolescence is discussed in a 
separate section below. 

Other behavioral .problems result from experimentation with personal 
habits which are prevalent in the adult world- Unfortimately, many of the 
risk behaviors which pose a threat to adolescent health and Ufe are deeply 
embedded in the country's adult culture ana SLre therefore perceived by 
teenagers as desirable symbols of independence, maturity, and sophistica- 
tion. The most prominent examples are alcohol and tobacco use, and also 
use of mood-altrring drugs, especially marihuana. Survey data suggest 
that 70 percent of all 12- to 17-ycar-olds have experimented with alcohohc 
beverages, 54 percent have smoked, and 31 percent have tried marihuana. 

Experimentation does not necessarily lead to' continuing use of these 
substances. In 1979 the percentage of teenagers smoking, for instance, was 
just 11.7 percent — well below the proportion of those who had tried . 
smoking at some time in their lives. This figure also represents a decline 
from 1974, when 15.6 percent of all youngsters 12-18 years old were 
current smokers. However, the trend for alcohol and marihuana use is not 
so positive. Between 1975 and 1979, the percentage of high school seniors 
repenting alcohol use within the Uist 30 days increased from 68 to 72; 
reporting recent marihuana use, from 27 to 36 percent. 

While a number of teenage behavior patterns have implications for 
long-term adult health and longevity, some can and do result in immediate 
death or disability. All of the major causes of mortality and vnorbidity 
among teenagers are related to behavior and the social environment, and 
usually involve temporary misjudgment, anger or depression combined 
with newly acquired access to instruments such as automobiles and guns... 
In ap pi opf iate use of alcohol and drugs often interacts with these factors to 
mttltq>ly risk. 

While death rates for all other age groups in the United States have 
declined steadily since 1900, those of yoimg people ages 15-24 actually 
have increased by 11 percent since 1960 due to the high toll of accidents 
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and violence among teenagers. Accidents (especially in motor vehicles), 
homicide and suicide account for three-quarters of all deaths in this age 
group. Among white adolescents, accidents are the leading cause of death, 
two-thirds of theni in motor vehicles. Among nonwhite adolescents, 
homicide is the leading cause of death. 

Increased suicide rates among teenagers, no less than homicide rates, 
are a tragic social problem. Between ages 15 and 24 years, suicide is the 
third leading cause of death among males and fourth among females. For 
lO- to 14-year-olds and 15- to 19-year-olds, overall rates have more than 
tripled between 1950 and 1977. Suicide involving use of firearms has 
doubled for the age group 15-24 since 1966 (25). In some cases the^ data 
reflect the presence of major psychiatric disorders, but in many others 
they reflect the above-mentioned interaction of factors such as temporary 
stress or despondency, experimentation with alcohol or drugs, and the, 
availabili^ of automobiles and guns. It is worth noting that thesir-i- 
estimates are probably conservative, because suicidal impulses .niay 
contribute to many deaths identified as accidents. ^ --^ 



Positive Influences 

Those who have worked with: adolescents have gradually come to 
understand that enhancement of self-esteem — of pride in the youngster's 
own capacities and accomplishments, which in turn encourages an 
optimistic view of the future — is a most promising strategy for promoting 
health-enhancing behavior. Adolescents are seldom impressed by admoni- 
tions about present dangers like automobUe accidents (they *^can*t happen 
to me*^ or by warnings of long-term consequences, such as a heightened 
cancer risk from smoking. Similarly, it is very difficult for adolescents to 
take actions that will put them out of step with others of their age. which 
means, for example, that personnel trying to prevent harmful or promote 
healthful behavior often must focus^on changing the group's attitudes 
rather than the individual's. 

While the influence of peer pressures on adolescent behavior is widely 
recognized and well documented, it is also important to remember that 
family members — both parents and siblings — remain major sources of 
guidance and are influential role models. Firm and steady guidance from 
parents can be particularly important during early adolescence. This point 
is oflen overlooked, as we are reminded by two leading psychiatrists, Drs. 
Beatrix A. and E>avid A. Hamburg: 

In an sflbrt to foster the perceived value of independence in the 
child, there may be a significant renunciation of parental preroga- 
tives. This is largely inappropriate for the early adoles- 
cent . . . generally, fbeie is a heightened need for t**rental stability 
and guidance at the time of major biological, scho»:>l and social 
discontinuity. The early adolescent <iacnot possess tfei? competence 
and mastery needed for full independence (-26). 
As adolescence [nrogresses and youngsters renegotiate their relation- 
slkips with parents and other family members as part of the gradual move 
to independence, teenagers care deeply that they be able to manage at 
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least some aspects of the*, iives with autonomy and privacy, as adults 
would. This attitude has major implications for the design of educational 
and counseling services to meet adolescent needs. 

Impo4-tant elements of health education and counseling for adolescents 
can be provided through both the health care sector and the schools. 
Adolescents need more information about the effects of their hfestyle on 
their present and future health, but this information must be presented m 
ways which are likely to influence their attitudes and behavior. Studies 
in<icate that the vast majority of adolescents already know smoking 
causes cancer, that unprotected intercourse can lead to pregnancy, that 
proper diet, exercise, and rest are essential for good health, and so forth. 
The problem is that they do not always act prudenUy on the basis of this 
knowledge, and often seriously underestimate the consequences of certam 

^^^^comi^ng-this fact, those most successful in working with adolescent 
regarding their health have often designed innovative programs and 
techniques for meeting the unique needs and values of the age &o\ip. 
Effective counseling and education for teenagers can be found m healtn 
clinics, multiservice centers, the schooU, and commumty programs 
sponsored by religious groups, scout troops, and various private associa- 
tions. There is no single "right" place or mechanism to teach adolescents. 
Instead, a variety of approaches, with overaU community coordination, 
need to continue and be expanded. 

Primary health care providers obviously have an important role to play, 
both in offering anticipatory guidance to adolescents and their parents, 
and in helping to create and sustain community educauon efforts for 
teenagers. Because so few adolescents see a doctor unless they arc sick, 
extra efforts are needed from primary care physicians— general P«**«/>- 
cians, famUy practitioners, obstetricians, and internists— to ensure that 
any component of their practice time devoted to adolescents mcludes an 
appropriiTe emphasis on preventive efforts and health promotion, mclud- 
injT counseling.' Physicians also have a special rcsponsibihty to t^e 
initiative in creating and strengthening h^h-related programs for 
adolescents in the school and the community. The specialty of adolescent 
medicine can continue to provide badly needed leadership m prevention 
and health promotion for this age group, and counsehng and educauon 
directed at adolescents also should continue to come from a wide range ot 
nonspecialists and personnel other than physicians. 



School Programs 

For adolescents as for younger children, the schools offer a promising 
site for health education. But students who find their studies mteresung 
and engaging arc more likely dian troubled students to be mtcrested m 
their healUi and to absorb important health messages. If school is a 
•-hassle " if the days are fiUed with boredom, if self-esteem is low, 
alternative sources of satisfaction and of chaUenge wiD be sought, which 
may include acti^nties with a negative health impact. 

Comprehensive, innovative school health education can Promote 
healthy habits among adolescents and discourage the adoption of health- 
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damaging behavior. But as previously indicated, there is much room for 
improvement in most school systems* health edfication efforts. This is 
particularly true of health education aimed at adolescentj^ which in the 
past often has been fragmentaiy and generally perceived by the young- 
sters themselves as off target. 

Xliete now are some programs under way in various school systems 
around the country which have proven effective in helping students 
undeistand the relationship between behavior and health and in teaching 
them to resist pressures from peers and other influences to start smoking, 
drinldx^ etc Most such programs emphasize the active involvement of 
students, the use of teenagers to counsel their a{^e peers or younger 
children, and the teaching of coping skills to help children anticipate and 
resist peer pressure. 

One example is in a school-based program in San Jose, California, 
where 10th grade students worked with younger children in the 7th grade 
to identify and diffuse pressures which encourage smoking. Two years 
after the program commenced, participating schools found a 50 percent 
decrease in the number of younger children starting to smoke as compared 
-with control schools without the peer coimseling program (27). 

Another project which showed significant success was conducted in 
Houston, Texas. Youngsters were tracked from seventh through tenth 
grades as Ihcy were exposed to a series of videotapes, film and poster anti- 
smoking messages featuring adolescents of about the same age presenting 
information or engaging in role-playing. During the years of the program 
and in a followup study 2 years later, researchers found a significant 
redxiction in the onset of smoking (2$). 

Schools and community agencies also are developing extraciuricular 
programs to chaimel the strong influence which peers have on health- 
related behavior. Such programs take different forms, including the 
education of younger children by trained older students and the education 
of age mates by trained students. Some of these programs are very large in 
scale. For example, in New York, teams of high school students, each with 
responsibility for its own format, visited 71 elementary schools, reaching 
nearly 10,000 fifth and sixth grade students. A Mixmesota peer group 
model program caUed "Teenage Health Consultants" provides iiiforma- 
tibn and training to adolescents who then become health educators and 
make referrals within their peer groups (29). This program, replicated in 
communities as well as in schools, is concentrated mainly on drug 
use/abuse, human sexuality, mental health, food awareness, and commu- 
nity health resources. Likewise, family planning dinics. such as that 
offered by the city health department in Bericeley, California, have 
developed model outreach education and inpatient counseling programs. 

Education in Human Sexuality 

Among the most important, and also most controversial, topics taught 
in the schools is sex education. Sex education is singled out for special 
comment because of the importance of responsible sexual behavior to the 
health and well-being of adolescents, and because this subject highlights 
the need for families to play a more active role, along with health care 
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providers, cor-^»^umty agencies* and the media— not just the schools — in 
preparing anc* r - ^'^ting young people. 

Although ' • nagc birthrate is now declining for aU adolescent age 
cohorts, se - ' * ry among teenagers continues to increase. It is now 

estimated f v » - " 'imately 50 percent of unmarried young women 
15-19 years old living in metropolitan areas have had sexual intercourse, 
sigmficanUy p-orc than the 30 percent reported a decade ago. Approxi- 
mately one-third of sexually active teenage women get pregnant, a higher 
rate than a decade ago even though there appears to be more use of 
contraception. This fact may reflect use by teenagers of less effective 
methods of contraception, or more frequent intercourse among those who 
are scxuaUy active, or both. 

Among those teenagers who do get pregnant, the percentage who marry 
before the end of pregnancy is declining — from 33 percent in 1971 to 16 
percent in 1979. Of those who rcnuun single, only about half have the 
baby, as compared with approximately two-thirds a decade ago. The rest 
either suffer miscarriages or opt for abortion (30). 

In 1977, some 31 percent of a reported 1.3 million abortions were 
obtained by women under the age of 20, In fact, there were more 
abortions (12,964) among girls under 15 than there were live births, and 
among girls 15-17, some 135,801 pregnancies— or almost 39 percent of all 
conceptions— ended in abortion- At>out 17 percent of all infants bom m 
1977 were bom to teenagers, and birth rates among black teenagers 
remain much higher than those among whiles. A few more than twice as 
many blacks as whites aged 15-19 gave birth in 1977 (3/). 

It has frequently beer assumed that a large percentage of teenage 
pregnancies are unwanted. The Centers for Disease Control have 
estimated that in 1977, 46 percent of teenage births and 70 percent of all 
teenage pregnancies were unintended (the difference accounted for by 
abortions). However, recent studies indicate that unintended is not 
necessarily synonymous with unwanted, at least a.aong those who carry 
their babies to term. One Philadelphia study of black teenagers 13-18 
years old found only 35 percent felt having a child would make life 
^orse" or "ruined," while 22 percent thought it would make life better or 
no difTcrent and 43 percent didn't know what the effect would be. A 
variety of emotional factors appear to be involved in teenage pregnancies, 
including a desire for love and acceptance, for "proor of maturity, for 
status with peers. Adolescents are seldom aware of the adverse impact 
early birth will have on their own future education and income, or of the 
expense ^ind strain inherent in child rearing. 

Sexually transmitted diseases are another major health problem of 
young people ages 15-24, who account for approximately 65 percent of 
the estimated 8-12 million cases of these diseases each year (52). The most 
common of the sexually transmitted diseases include trichomomasis, 
gonorrhea, nongonococcal urethritis, genital herpes and syphihs. Several 
can lead to serious complications. In young women, for instance, pelvic 
inflammatory disease from both gonococcal and nongonococcal infec- 
bons is the leading cause of infcrtilit>' and stcriUty; it afflicts an estimated 
1 million people aimuaUy. Getiital herpes can cause severe neurological 
damage to an infant bora to an infected mother. 
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Thft traditional respons« to the health threat posed by a high incidence 
of teenage pregnancies and sexually transmitted disease has been a call for 
improved sex education programs and more efTective use of family 
planning services —and indeed, this Panel would echo such suggestions. 
But we do not want to suggest that the underlying cause of the high 
, incidence of these problems— the increasingly widespread sexual activity 
' among adolescents — can be ignored. It is reasonable to suggest that a 
reduction in early sexual activity would be the best way of reducing 
teenage pregnancies and sexually transmitted diseases. 

Teenagers are subjected to enormous pressures — from p>eers, older 
friends and role models, the media and other influences— to engage in 
early and frequent s-xual activity. Nothing in American society is more 
glamorized than sexual "love." and sources of adult guidance do not 
always make clear that there arc excellent reasons in addition to moral 
injunctions to go slow in this area of life exp>erience. The Panel believes 
sex and family education courses— and guidance ofTcrcd by parcntSv 
teachers, religious leaders, and health care providers — should explore and 
clarify the implications for physical and mental health and for personal 
growth and developmci. of early sexual activity, of early pregnancy and 
child rearing, of sexually transmitted diseases, and of abortion. 

Such data as are available indicate that there is very little communica- 
tion about sex in the hoipc. Among 7th grade girls, one study found that 
20 percent of mothers had never told daughters about menstruation. 50 
percent had not discussed the male role in reproduction, and 68 percent 
had not discussed any aspect of birth control. This is in spite of the fact 
that the imp>act of parental communication about sex has been shown to 
be significant. Research has indicated that strong supportive family ties 
help to "innoculate" teenagers against early pregnancy. Even minimal sex 
education from the parent is associated with postponement of age of 
initiation of sex activity {33). Research suggests that school and 
community sex education progran*:. which involve parents actively and 
seek to improve parents' communication with their children would be 
helpful. Furthermore, the experience of many communities around the 
Nation indicates that active involvement of parents in the development of 
school-based sex education courses is often crucial to their acceptance and 
effectivenesses/). 

Sex education is now fairly widespread in American schools. Seven in 
ten never-married women aged 15-19 have had a sex education course, 
and about half have had courses which included some teaching about 
modem contraceptive methods. Six in ten have had *ome formal 
instruction about venereal disease and seven in ten have had detailed 
information about the menstrual cycle (J4). There is, however, still 
considerable room for improvement in the provision and scope of sex 
education programs in the schools. 

Because sexual learning is social learmng. it must be understood 
broadly as a life-long process beginning at birth and continuing into old 
age. Very litdc of the information, attitudes, values, and behavior patterns 
important for understanding sexuality are learned by children, adoles- 
cents or for that matter adults — in a formalized manner. Most school- 
based approaches to sex education remain more narrowly **reproductive 
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education^ meager in content* limited in scope, and too late in bemg 
presented. Rarely do they provide opportunities for youngsters to discuss 
aspects scJiuality relevant to decisionmaking and self-understanding, 
such as affectioB. love, emotional intimacy, body image, gender roles, 
dating, marriage, divorce, family responsibility, and lifestyles. Moreover, 
parents often do not provide such information to their children. In 
general, neither the college professor, nor the businessman, nor the 
assembly-line worker prcscnUy talks to his or her child about these 
matters (J5). 

The Panel therefore believes that sex education programs must address 
more than the elemental facts about human reproduction. Such programs 
should cover the health implications and life impact of sexual behavior; 
the effectiveness and risks of various contraceptive methods, including 
abstinence: the physical and emotional risks of abortion; the emotional 
and social ramaTications of sexual activity. They should also focus on 
clarifying personal values, maintaining self-esteem, and developing re- 
n>onsible interpersonal relationships. We also believe that abstinence from 
early sexual intercourse should be treated as not merely acceptable but in 
most cases as preferable. 

Likewise, young people need repeated opportunities to discuss the same 
information. As youngsters get older, their bodies change, their social 
awareness changes and they have new feelings to understand and cope 
with. Too many parents and pn^fessioiMds subscribe to an "innoculation 
theoiy" of sexual learning — one discussion will do it. In fact, information 
on reproduction at the age of 10 or earlier has a very different meaning 
than the same information at age 17. 

There is a strong need for educational efforts to reach adolescent males 
on these issues as well as females. Sexuality is not just a women's issue. It 
is notable, for example, that less than 1 percent of Planned Parenthood 

services reach males. ^ , • r 

Although school programs remain an important focal point tor 
eaucational programs, it is not enough to expect schools alone to assimic a 
teaching responsibihty. Health care programs and youth programs 
throughout the community, as weU as the media, should incorporate at 
least some elements of health promotion in regard to sexual conduct. 

1 

Role of tbe Media 

The mass media— especially television and radio— can help shape 
healthier behavior among adolescents, not only in regard to sexual 
conduct but also on a wide range of other matters. Entertainment 
programs, such as popular situation comedies, offer an excellent opportu- 
nity for presenting health information in a formal that appeals to a wide 
range of viewers. Radio stations specializing in rock or disco music also 
reach teenagers of all socioeconomic levels and can be used to disseminate 
health-promoting messages. To be effective, however, such messages must' 
be carefuUy tailored to adolescent concerns and deUvered m a way that 
captures the teenager's attention. In addiuon to working with the media m 
developing health promotion material, the Panel would urge that groups 
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co n cer n ed about adolescent health discuss with television scriptwriters 
and network and local ofliciai* the content and balance of both prognuns 
and advertlstaa. As Noonan Lear, the television producer* told an Action 
for Chi|dren*s Televistoa Conference (36): 

We have learned that more people will absorb information when it 
is couched in entertainment. 

A half*hour dpcum^tary on seat belu in automobiles will make 
only so many converts, largely because the audience is smaller* bi*t 
also because people resist being lectured to. But have Archie Bunker 
or Fonzie or Mork or Mindy strap themselves into a seat belt, and 
there will be a run on seat belu in stores everywhm within the week. 

The question, then, is how to get more information, more positive 
attitudes about humanity, and more accent on better values into the 
^ mainstream of television programming. The first thing is to'wOrk 
harder' at raising the consciousness of network programmers, 
independent producers, actors, directors, and writers — all those who 
contribute to the media. 

POUCY nVfPUCATIONS 

Previous sections of this chapter have reviewed health- related belufvior 
of various age groups, commented on education and counseUng needs 
relevant to each, and mentioned teaching strategies of demonstrated 
effectiveness. Implicit in this discussion has been the notion that, although 
much health-related learning takes place via family and peers outside of 
formal programs or teaching efforts, there are five institutional struc- 
tures — the health care system, the schools, the media, the workplace, and 
the community — through which public policy may exert a positive 
influence. 

In making recommendations relevant to these major institutional 
sectors, we are mindful of several general facts. 

First, although health-related bdiavior has multiple determmants. and 
the influences of socialization and cultural transmission are certain to be 
more powerful in cumulative effect than any single program or policy to 
effect change, health edtication nonetheless can be a very effective tool 
n^iett ^educational ventures are pr op erty designed and executed. It is the 
Pandas impression in reviewing the results of various recent demonstra- 
tion prefects that much more is known about what makes health 
education effective than is being apf^ed. 

Just as health-related bdiavior has multiple dieti&mhiz**tR. 50 behavioral 
risk reduction is best achieved through a multifaceted ^^iproach. Messages 
^r<Tmm^*nT<'^<?r^ via more than one setting <Mr mechanism can have a 
cumulative impact. Health care providers, schools, mass media and the 
community are more Iflcely to succeed in influencing behavior if they 
coordinate their cffbrts, or at least reinforce — rather than contradict — one 
another. 

It is also true that information alone rarely produces behavioral change. 
Tfaos means that we cannot expect to change important behavitM^s such as 
use of i»enatal car^ eating habits, patterns of oral- hygiene, contraception. 
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fQijK simply by making information available about them. It is also 
rSi^ethat hxdividwJs can be wcU taught at htUe or no effort or 
without expenditure of time. Effective educational and counselmg 
es will conSnue to require careful commumly-widc planmng, 
itive design and execution, and focused foUowup evaluation. 

«i«stiv if efforts to help individuals adopt desired behavior are to be 
RkSbn the complex realities of life, and on available evidence about 
^^works in health education, then greater emphasis must be placed on 

^^'T^S^^'^e practical limitations which individuals face in trying to 
act ift health-enhancing ways ^ , i 

• d^«t attention to institutional and other higher level change m 

• ^^Td^o^making over behavioral prescription, 
and avoid unethical intrusions on personal freedoms 

reduce the barriers to individual action, such as requirements of 
time, undue technical knowledge, effort, and cost ^^^^^^ 

• are based on systciiatic assessment of the causes of behavior 
which contribute to the h^lKh problem in quesnon 

• focus on the fuU cycle of behavior change, from assessment ot 
factoid predisposing an individual to certain behavior^ to analyas 
of what mightpromote change, to reinforcement of change when 

^ i^SSTthe group or groups to be affected in program design and 

• m^t^TSi^ium threshold level of program effort needed to 

These ^^Lme'^f'^e basic attributes of any program or policy to 
enhance personal health-related behavior. 

Health Care Settings 

As noted throughout the chapter, health care settings are ^^viom sites 
for^^ting education, guidance, and <=?^^^ /""^J^^l 

™f«^ children, and adolescents. Moreover, the role of he^th care 
p^So^^ioi^W supporting, and P-ticipating m su^^^^^ 
Sav «tend beyond the Salth care deUvery «te to the school or to other 
^^^^^Sngs and progmms. Because many people place hi^ v^ue 
^^S?3on from health care provider, tiie ^^f^^ P^^^^ 
S^^tn unusually favorable position to offer effective health education 

'^^^T^'S'^therefore recommends that regardless of organizadon^ 
se^l p^mary b^th care for children and pregnant yeomen should 
p^y^^TLphasis on patient educa^on, guidance, 
directed to paints and cbUdren, especially as thc.r .elate to healOi 

pron^otion^d <^^^^^^^,^^^^ i^.l.ae a substantial component 

. ^^l^\Tf^'^p:^ry guidance about behavior^^^ 
^uld be^me an integral part of all prenatal care, and women 
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seeking to change behaviors such as smoking and alcohol use 
should be assisted Sy proWders directly or through refernds. 

• The availability of childbirth education should be increased, with 
special efforts to reach low-income and high-risk women and 
couples who typically have not had access to adequate prepara- 
tion for childbirth. 

• Increased emphasis should be given in the health care system to 
parent education, guidance, and coimseling, partictilarly in the 
vulnerable perinatal period and during infancy. Parents having 
difficulty in adequately nurturing and caring for their children 
should be provided with continuing counseling, education, and 
support. 

• Health professionals shoxild assign high priority to health educa- 
tion, guidance, and counseling for preadolescents and adolescents, 
and their families. Health services for these groups should include 
appropriate education and counseling on human sexuality, and 
the risks involved in behaviors such as smoking, alcohol use, and 
use of drugs. 

In making these recotamendations, the Panel acknowledges that 
substantial attitudinal, financial and organizational barriers impede their 
full implementation. These are discussed in later chapters. Access to 
health care providers remains episodic and crisis-oriented for some 
populations, and as yet only some physicians and other primary health 
care personnel see it as their role to spend a significant component of time 
on health promotion and primary prevention. 

Techniques of counseling and education that deserve added emphasis in 
health care settings include one-to-one coimseling, group discussions, 
"exit interviews" (as in the use of a nurse or trained lay person in family 
planning clinics to clarify and reinforce health recommendations), 
outreach services, and telephone-access and cassette libraries of recorded 
health information- Significant involvement in school and community 
health promotion activities ijemains highly desirabis;, as the Panel sees it, 
for pwivate practitioners as well as other health care providers. 

To reinforce and further stimulate health education and counseling via 
the health care sector, tiie Panclfuftbcr recommends that Fedcnxl 
policymakers take the followingst^^^ part of a broad national strategy 
to introduce appropriate emphasis on health- behavior in health service 
programs: 

• Maternal and child health authorities in the IDepartment of Health 
and Human Services should expand the E>epartment*s capacity to 
convey specific educational "messages" regarding inforaaation 
which is* important for the promotion of child health, including 
such content areas as breast-feeding, infant nurturance and 
stimulation, continuity of parenting, nutrition, child safety, and 
adolescent behavior- These messages should be disseminated 
widely via I>epartment programs, the media, volimtary organiza- 
tions, and health care providers. 

• Ail standards for quality of care should reflect the importance of 
counseling and education for parents, children, and adolescents, 
and all federally supported health service programs should be 
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monitored to assxire adeqxiate emphasis on these components of 

^[rthcr support shoiald be given, through various Federal health 
programs and policies, to counseling and - education related to 
fanSy planning, prenatal and postnatal paient counseling, child- 
birth education, and guidance for the parents of children and 

adolescents. ^ . , ^ , 

Training in the content and methods of counsehng, guidance, and 
education for parents, chUdren, and adolescents should be made 
part of all training programs for health care professional and 
information should be disseminated by the Department of Health 
and Human Services, as weU as private foundations, professional 
associations, and certifying bodies regarding successful chmcal 
training programs for the teaching of parent and patient educaUon 
to health professionals, so that other programs can be strength- 



Continuing education programs should ^vc increased emphasis to 
counseling guidance, and health education skills for aU health 
professioxftOs, especially those practicing in primary care settmgs. 

The SdMK^ 

The schools are receiving renewed attention as sites for disease 
prevention and health promotion just when many are under sevw 
financial constraints and "are hard-pressed to accomphsh other basic tosks 
However, certain excellent programs attest to the.potenual success of 
health education^as a part of health services, m the classroom, in 
physical education programs, in extracurricular activiU^ ^nd ^ a 
pr^uct of a healthy ^hool climate of discipline and respect for stud^ 
The Panel deeply respects the traditional autonomy of local school 
disTri^ S^mak^ cur^ar decisions. We nonetheless beheve ^t ^ of 
the Nation s school districts should have appropriate and higji q^^^^ 
health educatioT^ and counseling. It therefore seems to us essential that 
public education 2Luthorities at bII le^reIs should ^J.f, ^^^^^ Jj^^j- 
ment to promoting be^thful behaviors among children and better 
understanding of the determinants of lifelong health. «r 
• Education regarding health should be an essential component of 
the school cx5riculum at aU grade levels. School programs should 
assume a developmental perspective, encourage active involve- 
ment of parents, teachers, iiurses, nutritiomsts, physical education 
personnel and home economists, and be designed to enhance 
student decisionmaking about health behavior. 
« Local school boards, superintendents, and elementary and sec- 
ondary school principals should take whatever steps ^e necessary 
to ^ure strong working relationships in health education 
among school personnel, parents, and various commumty he^th 
resources outside the schools, including local health care 
providers. 
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• Physical education programs in primary and secondary schools 
should include instruction in individual exercise, lifetime fitness, 
and other health maintenance skills in addition to competitive 
team sports. Such programs should be designed to foster the 
student's own sense of self-esteem and competence. 

• Every elementary school teacher should receive adequate prepara- 
tion in health education as a prerequisite to certification, including 
exposure to curricula, methods, and materials, and instruction in 
the role of health services in the school and commimity. In 
addition to imderstanding general health content, teachers should 
gain basic skills in managing school-related problems of chroni- 
cally ill or handicapped children and assisting these children in the 
classroom. 

• Science teachers, physical education instructors, school health 
personnel, home economists, and others who have special oppor- 
tunities to provide health education should be encouraged by local 
school boards, superintendents, and pnncipals to seek relevant 
preparation and continuing education. 

• Parents should play an active role in informing snd deepening the 
understanding of young people about sexual behavior, both as 
participants in the development of school sex education courses 
and directly within the family. Courses in human sexuahty, taught 
by competent persons and with the full participation of parents, 
should be available in the schools. Developmentally appropriate 
courses should address more than just the elemental facts about 
human reproduction, dealing with sexual development in the 
broader context of social and emotional developnaent, value 
formation, and responsible inteipersonal relationships. 

These stei>s will require vigorous commitment by local and State school 
boards, superintendents, principals, teachers, and other school persormel. 
They also will require the full support of local health care providers, and 
willing collaboration by State health authorities. 

The Federal Government also can play a significant role in advancing 
school health education, by developing and disseminating curricula, 
supporting demonstrations, and otherwise faciUtating knowledge transfer. 
No consistent Federal coordinating mechanism or policy with clearlyL^ 
articulated school health objectives has yet emerged. 

Current Federal efforts to stimulate and improve school health 
education are now being carried out by a variety of offices within DHHS 
and the E>epartment of Education, including the National Institute of 
Mental Health, the National Institute on Drug Abuse, the National 
Institute on Alcohol Abuse and Alcoholism, the Administration for 
Chilclrcn, Youth, and Families, the Office of Adolescent Pregnancy 
Programs, the Bureau of Health Education, and the Office of Maternal 
and Child Heat^h. As noted earUer. there is wide varis-tion not only m 
subject matter but in approach- 
Coordination of health instruction, health services, and food programs 
has been difficult to accomplish because of the traditional separation 
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amonK cducton^ health pKrfcssionals, and num^ 

axe at least a dozen Federal agencies sui^rting some aspect of school 
health, with Kttle coordination or joint planning among ^^^^se^^^^*^. 
between them and the States, who provide an cstmiated $300 nulhon 

annually for sdiool health activities. ' , , ^ 

The mimerous curricula developed for adolescents m the scho^settmg 

have had limited evaluation, particularly in measuimg subsequent 
behavic^nd changes. Their successes and failures need to be examined so 
that professionals from education and the social sciences can detOTimc 
which^mroaches show the most promise. The «toit to which P^<^ 
,netho2^d0fective with such issues as food habits, dnnking and dr^ 
tise, accidents, pn^nancy among young teenagers, droppmg out of school, 
and so forth is irfmaior interest. . 

The Panel simpor» a unified, conq>rehensive approax^ to curriculum 
development W technical assistance to State and local authoriti« for 
heaMTpromotion activities. Acknowledging that the Departm«its of 
EdncatiSn, Health and Huihan Services, and Agriculture ^ have a 
Icotimatrand important stake in school-based health promotion activi- 
to, we none53«s believe it is ^propiate that th^ be strong 
c^rfination of these efforts at the Federal level, to avoid d^hcation of 
effort and assure that learning is shared regarding program effecUvene^. 

The principal obstacle to such coordination at present, we behc-/e. is the 
absenci of VTstrong health cducati^ focus m the ^cpj^gj^^^ f» 
Education, to con:q>lement the efforts of program nM^prs m DHHS and 
USDA. TheTtepartment of Education now has an Office of Owxq>«^cn- 
jdve School HeStfi, but this office remains skeletal because the School 
SSl^SLatioTprogram (P.L. 95-561, Part 1) has not yet been 

^?e thweforc recommend that Fcderai autbontics strengthen tbeir 
commitment to leadership in health education by takmg the foUowmg 

""^'^ Api>ropriati<in of adequate funding for the School HealA Educa- 
tion Program (P.L. 95-561, Part 1), which provides for State and 
local education agencies to estabhsh demonstration and pdot 
proiccts in comprehensive school health education. 

• Lcreascd support for the Office of Comprrfiensive School He^tl^ 
so that adeq^te technical assistance can be provided to State and 
local education agencies, including the dissemination of successful 
health instruction curricula. Special emphasis should be given to 
familiarizing school personnel with effective programs for 

• S^^^t^ency coordination between the Federal Office of 
Comprehcn^e School Health in the Education Department and 
relevant counterpart offices in the Departments of Agriculture 
and Health and Human Services. - , j ^ 

• The provision of incentives for State and regional ^ucation 
aeenaes to employ professionals with expertise m health educa- 
tion to give leadership in planning, coordinate teacher trainmg 
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and curriculum' dissemination, stimulate cxtraciarricular programs, 
and assure parent involvement in local programs. 
• Strengthening of health education components in Head Start 
pjograms and other federaUy supported preschool programs, 
thibugh regulations, guidelines, dissemination of model curricula, 
and project monitoring, including emphasis on the involvement of 
parents. 

Television 

As we have noted, the mass media, and particularly television, have a 
tremendous potential to influence health. We believe that the Nation 
should be concerned about the effects of telievision from two stand- 
points—first that it do no harm, and second tliat its power be lised to 
iniprove health-related behavior- 
There is widespread agreement on the need to limit or at least 
counteract the negative effects of advertising and certain program content 
viewed primarily by young children. But disagreement continues regard- 
ing the degree of protection needed and the choice of methods. There are 
a number of methods that can be used to change television approaches, 
including complete and partial bans on certain types of advertising rir 
behavior shown on programs; limitations on particular promotional 
techniques or behaviors; Umitatioi^s on the number of commercials for 
given types of products; health warnings within the context of a given 
commercial; coimteradvertising; and modeling of positive behaviors. 

The advanta^^ and disadvantages of these alternative strategies have 
been discxissed'^by the staff of the Federal Trade Commission in the 
context of tLe proposed "Children's Advertising Rule" (57) and by the 
Federal Cor ununications Commission (5S). Both of the Commissions 
have concluded that while bans are remedies of last resort, the other 
alternatives are. less likely to be effective in the case of young children- 
Other evidence suggests that adherence to the Broadcaster's Code has 
been disappointing. Militating against the use of bans, however, are 
constitutional questions and a history of caveat emptor. 

The Panel does not possess the expertise to decide whether a ban on 
certain forms of television advertising or contoat is appropriate. We do, 
however, see the continuing need for a Federal regulatory presence with 
the power to enact such a ban should evidence of its importance be 

compelling. ... - , 

Counteradvertising can provide supplemental nutritional, saiety, ana 
other health information. The major test of the effects of counteradvertis- 
ing occurred during 1967-70 when the Federal Communications Commis- 
sion's Fairness Doctrine led to $60 miUion worth of free television time m 
one year for antismoking campaigns to counter cigarette advertismg. 
Although there was four times as much advertising for cigarettes as 
against them, there was a decline in per capita cigarette sales in the United 
States (39)- Consumption increased again after both cigarette advertismg 
and most antismoking messages were removed from television (40). The 
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deterrent effect was less strong among adolescents, perhaps because the 
antismoking messages concentrated on health consequences only and did 
not appeal to attractiveness— the more saUent motive for this age group. 

The Panel also concludes that regardless of how many speci^children's 
procrams are produced with private or pubUc support, efforts must 
^n^ue to assure that an appropriate proportion of ^« »'«>^'^*^ 
proeramming of all major television stations is of mterest and benefxt to 
chikUen. Although some segments of the population are weU served by the 
broadcasting system, the children's market is dramatically underserved. 
The FCC bcUeves that there is considerable demand for and benefit to 
society from age-specific educational programming, but ^at this d^^^ 
goes unfulTilled and the benefit goes unreahzed due to children s hmited 
appeal to the advertiser and the hmited number of broadcast outlets. 

InTaddition to these approaches, there are several other important 
avenues of health protection in television viewing. These include cable 
channels designed expUcitly for children, with no controversial advertismg 
or violent content; the fostering of critical viewing skills m children; and 
special efforts to create alternatives to television viewmg, especially for 
<U»dvantagcd children in neighborhoods with few recreational 
or organized activities. These are discussed fully in one of the Panel s 
commissioned background papers (4/). , ^ ^ , «>.^ 

In summary, the Panel recommends that fhrtbcr national cfFart be 
devoted ta countering media pressures on children, adoles<xn^ and 
presnant v^omen to adopt behaviors deleterious to their health. Parents, 
^xSmuniaes, and advocacy groups should take the foUowing steps: 

• Continue and broaden the dialogue with national television 
nctwoiics regarding commercial advertismg, progranmimg bal- 
ance, and the modeling of health-related behaviors. Better and 
more systematic ways should be found to provide accurate 
information about health and health-related behavior to the 
creators of television entertainment programs. 

• Actively assist in the development of critical viewing skills among 
chUdren, particularly with regard to commercial advertisements. 

• Encourage parents to monitor television viewmg, to emphasize 
selective rather than continuous viewing, and to discuss programs 
and commercials with their chUdren. Parents also should be 
encouraged and supported in providing alternatives to television 
viewing, including recreational opportumties. 

• Promote the endorsement of healthful practices and products 
through the media by professional organizauons and celebnues 
held in high esteem by children and adolescents- 

Federal and State authorities and private foundations should SUPP?^ 
efforts to strengthen the role of television in promoting maternal and child 
health. In particular, public and private pohcymakers should support: 

• Increased research on the effects of television on cmidren, 
including efforts to analyze network and local programmmg. 

Periodic national reports should be financed by the Department 

of Health and Human Services and the National InsUtute of 
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Edocaticm on the content and behaviors enacted in programs and 

adverttsing directed at chikhen* 
m Adequate for children as one of the criteria for 

license renewal of television stations. 
m Reestablished authority of die Federal Trade Commission to 

investigate the fairness of television advertising and program 

content in their effects on children and to promulgate regulations 

in regard to these matters whenever appropriate, 
m Continuation of high quality educational programs with major 

health components, and development of new programs with 

Federal suppCHt* 

m More health promoting public service announcements during 
children's and adolescents* ^'^prime time^ (^-g-^ Saturday morning 
and duiing after-school and early evening hours). 
• Media campaigns to provide information abcmt special risks to 
pregnant women of smoking^ drinking, and improper drug use. 
Television can be a potent force for health promotion* as exemplified by 
Sesame Street, the Electric Corxxpany, and other programs which function 
as good alternatives to programs with objectionable advertising content. 
But belief in the power of television without consideration of its 
limitations also has led to some expensive failures. 

In reviewing the evidence on education via television, the Panel 
concludes that the production of higih quality programs for a large number 
of schools and other local agencies that would never be able to afford 
them is a legitimate part of government health education activities, but 
given the magnitude of these expenditures, continuing research ^d 
outcome evaluations ought to be required. 

The uses of television are «q>ected to change as package programming, 
video discs and cable television become common. These alternate systems 
itre much less expensive and provide a greater opportuni^ than broadcast 
television to reach ^>ecific populations, and they are also easier to 
combine with other educational methods. These avenues need to be . 
explored in the future as well as programming for private and public 
broadcast television. 

t>HHS is in the process of redefining its role as a **wholesaler^ of health 
information. This function is broader than simply deciding what messages 
should be p resented via televisioiL, or considering the best means for 
C4>m m^"^^^^^g via other intermediary or **access** groups, such as health 
care institutions, labor unions, PTA^s, and community organizations. 
Federal 5iq>port is being seen as a way to build consensus, reach high-risk 
groups, and assure concerted action. The role of television as a part of this 
large process, and coordination of television messages with those 
rommnnira tf^ elsewhere, is an important matter which deserves further 
i mp etus. Attempts to promote good health via television can be 
substantially strengthened by a broad and coordinated Federal strategy 
involving careful definition of messages for particular groups — including 
children^ adolescents, and pregnant women — and multiple means for 
conveying these messages to the groups who need to absorb them. 
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In summary, tbc Panel recommends a. strengthening ofbotb pnv&te Bnd 
puMic support for health-promotion activities via television. At a 
minimum these should include: , . , „ 

• Continued simport for high quaUty educational programs with 
major health components, and development of new programs 
under Federal support, 

• Sponsorship of further health-promoting pubbc service announce- 
x£nts for children, youth and pregnant women, targeted to prime 
time including Saturday morning) and to after-school hours. 

• A viKorou»«Snpaign to produce ^>ccial health-related messages 
for MTticular groups of children, teenagers and pregnant women 
at rS^ with i^cgtated strategies for dissemination via television, 
as wen as radio and the written media, simultaneous with 
dissemination via health care providers and schools. 

The Woricplace and tbe Community 

Among the most significant changes in American life, noted carUer in 
the rep<m, is the dramatic increase in numbers of women m the 
workplace, including large numbers of mothers. Tins change makes ttie 
workplace a more opportune site than ever before for providing family 
planning services, prenatal care and counseling, and anticipatory gmdancc 
for paints. A' significant number of corporations and government 
ascn^ have made serious efforts to assist thcu: employees m th^ 
Mtters, as wcU as helping balance the demands of work and private hfe 
by off^ing flexible-time work arrangements, child care, and various 

*"^'ptSS*lSli^^St'thesc efforts are highly significant, and should 
be cnlarsed in the future. Accordingly, we recommend that aU pnv^ 
corporations and government agencies ffve expUdt attenUon ^eneec^ 
of their employees for family planning services, prenatal care, 
forms of support for parents. Model programs such as those sponsored by 
the March ^fDimes* Birth Defects Foundation are one example of what 
can be done by way of counseling in the workplace. 

Formal and informal cCTmmunity associations and groups also contmuc 
to be an important source of support for parcnis, families and young 
^le The ^mmunitv offers a scale and famihanty better suited to 
ScrSin forms of eduction and counseling than larger mstitutional 

^^Th^de variety of organizations and lay self-help groups to be found 
in most cities and towns— including reUgious groups, the Boy and Girl 
S«>uts, Boys and Girls Qubs, 4-H Qubs, FTA's, Candlehghters, Parents 
Anonymous, women's health coUectives, food cooperatives, and numerous 
other groups— attest to the vitality and usefulness of commumty organizp^ 
tions S oGr country. Many of these groups currenUy sponsor, or could 
soonsor. sieniflcant health promotion activities. j j 

^^llSgroups are needed to interpret and adapt centrally produc^ 
health inforJItioii^t cannot be equally sensitive to ^« ^^^^^ 
of problems, concerns, circumstances, risks, values, and attitudes of a 
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pluralistic community and society. Programs with a strong commitment to 
empowering individuals, families, and communis groups should, there- 
fore, be given a high priority* Broad involvement of families and 
individuals in solving their own problems is to be encouraged. 

When larger social groups surrounding an individual exert a positive 
health influence it is much more likely that the individual or family unit 
will be able to adopt healthful behaviors. Importantly, when people work 
together th^ are more likely to be successful in bringing about needed 
changes in* institutions and other resources that may expand individual 
options. Many strong informal family and communis networks already 
exist and perform significant and positive health promotion roles. These 
should be preserved and strengthened, or created if they do not already 
exist. 

To some degree, public authorities can foster attention to health-related 
behavioral issues by such groups. One example of federally provided 
incentive to positive action is Uie recent risk-reduction demonstration 
grant program of the Centers for Disease Control, which provides modest 
funding for community-based efforts in health promotion (42). But many 
types of voltmtary and informal organizations are difficult to create or 
render more effective via public policy- Instead, they depend upon the 
initiative and energy of private citizens. 

An important social network also has been created by agricultural 
extension agencies in many of the Mation*s rural areas. Agricultural 
Extension has a unique and only partiaUy realized potential for health 
education in rural communities- Its mission is education and community 
development to help people improve their social and economic well-being, 
and one of its five goals is family health. TTwrc is a cohesive, credible and 
well^stafTcd network of home demonstration agents and youth workers 
which in many States still reaches small farmers and others. Health 
programming has vari^ over the years* Recently there has been a 
resurgence of interest and activity, but funding is very limited. Most States 
have extension specialists working on health projects, and in the l97Cys 
eight States (Arkansas, Louisiana, Pennsylvania, Ohio, Virginia, Wary- 
land, Missouri, and Wisconsin) received special Federal funding for 
consumer health education. The Panel regards such efforts very favorably, 
and believes they should be enlarged in the future. 

In summary, whether through self-sustaining efforts or with public 
support, llie Panel urges that voluntary associations and commun i ty 
agencies renew their efforts to promote appropriate community-based 
education for parents. Education programs and activities in community 
settings should focus on a wide range of health promotion goals, and 
should not overlook: 

« Widening the availabili^ of informal support groups and net- 
woiks for pregnant women, new parents, parents of chronically ill 
or handicapped children, parents involved in child abuse and 
neglect, and other groups of parents with strong common needs 
for education and support. 
• Increasing the cooperation among private industry, local organi- 
zations, and the schools in order to introduce health-related 
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content to community activities of major rdcvance to adolescents, 
including recreational opportunities and job trainmg. 

• Furti^dcveloping health educatoi and «>«f*J^^^^ 
Coopcmtive B^nSon Program of the Departn^t ^ 
to taSe fun advantage of the network of agricultural extension 
workers in leacdiing rural families. 

Such efforts should receive the fuD assistance of commumty health care 

providers, the schools, and civic leaders. 
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■ CHAFTkR 4 

IMPROVING iwrRinoN 



Good nutrition is fundamental to human health, perfbnnance* and weii- 
being at every age and stage of life. Not only is it a {^erequisite for 
optimal growth and development^ it is also essential for the promotion and 
matntenance of health, prevention and treatment of disease, and recovery 
and rchabpitatigm from iThiess. 

The role oT nutrition in extending the lifespan and imp roving the health 
of the Amcncan population in recent decadig is increasingly w^ 
recognized* Sc ien t ifi c advances such as the discovery and elucidation of 
the role of vitamixB and minerals; public health efforts such as improved . 
sanitetion; te^mcrfogical devrfo pm en t s such as pasteurization, fooo^ 
foftification emidmient^ esqMnsions of income marnfenamyt and. food 
assistance programs sucdi as food stamps, school feediog programs and 
others; ^^rui improvements in agriculvural production, xiuurketing, &nd.^ 
distrilHitKm have all made a difference in the health of Americans. 

Mothers and children have, of course, shared in these advances and 
boiefited from our increased awareness of the need for adequa t e and 
appropriate diet. 2^<methc]ess» much remains to be done to improve the 
nutritional status and health of- mothers and children^ and indeed all 
individuals. In this r^ard, the Panel finds that at least four major 
ccmsiderations must be weighed. 

First, the I^mel bdieves that the mBjcr role that nutrition plays in health 
ii^^ not been adequately recognized by the health communis generally, 
including those whose principal focus is maternal and child health. Most 
recent reports on matanal and child health give scant attention to 
nutrition^ and many programs providing health services and health 
education to mothers and children do not adequately cover nutrition 
issues. We find this neglect exceedingly misguided. In our view, nutrition 
is a ms^or, not marg^T^qT component of efforts to promote health and 
prevent di^^^ in this population as in all age groups. Therefore, 
advoca^ of improved maternal and child health should :end carefully 
to issues of nutrition along with their more usual focus , for example, 
health services. " 

Second, it is the Panel^s view that national policies to promote adequate 
nutrition should relate to all income strata and ethnic groups and not 
focus sc^ely on selected grot^ps, because nutrition problems are not 
restricted to low-income or other specific groups in the population. In the 
publicly financed nutrition services and support have focused 
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nrimarilv on thoie with demonstrated vulne^biUties— the p<ioT. 
JJ^fATh^di^oDed. Such an approach may have been appropriate for a 
S^^sS^^ However, it is whoUy inadeq^« 

?^^«^^^^that should focus more intc.-.Uy on P^o-^^-" 
^d prevent of disease. We must not abandon ««.~mm^«t to 

tTIpp^t that ftra^^es to improve nutritional *«at;^ »f ^^^^ 

to acS^odate a new profUe of '"^^'""^'"^ P^^^^l 
^S^»Sf,cantlv from that of two or three decades ago. While there are 
^^ml^^^ S^uate food and suffer from matoutrition, starvation 
nutri^^eficiency diseases such as rickets and end«^ 
^Sef^no l^ger&e major p/oblems they once were. Today s "utnnon 
are Biore likely to be related to overconsumption and imbal- 
S^Tih^t^^d Ii^ounts of foods consumed, and to «p«ure to an 
«^Sng ^ food additives and contaminants. The leadmg caus« 

^d«ith Ld disability for adults today include cancer, heatt disease, and 
Srol^-^h of whicA may, to a greater or lesser extent, have roots m 

^'^^^'S^tod^ and economic environment that influences both our 
usT o^S.dS a^e nature of food substances themselves chan^ 
SSi^uSS; in recent decades. Changing lifestyles, '>"i/°°^,^°'T^ 
SSS^^d economic transformations in our food systOTi^and 
|^S^^«lopments have produced a new "nutrition ^nvnoMarat 
wW^m^t l^taken iito account as we shape nutntion-reUted pohcies 

*°vS^^uons of this chapter develop these four thetnes more fu^ 
,„rfTadfa.e a set of actions to improve the nutritional status of mothers 
ISd c^en' S^h'lSategies sho^d .-jor ^P--^ of^-""-" 
health and nutrition poUcies focused on this important popuUoon. 

THE SIGNIFICANCE OF NtrnUTION FOR HEALTH 

I- .h^ <«.tions below, thre- aspects of the reUtionship between 
nuStiSTa^hSTtha^e noted: the rolTof nutrition in normal grow^ ^d 
S^i^mt^t; nutrition issues in high-risk groups: and the 

relationship of diet to selected diseases. 

Nonnal Growth and IDevelopment 

An appropriate, balanced diet is important for health at aU ^<^J^^ 
and is^ntiS for women in the childbearing years, pregnant women, 
- !^^th^rr^o^e breast feeding, infants, children, and adolescen^^ 

1^^^ Se bSnTlo^ before pregnancy in measures aamed at 
Maternity care ^'^f^ ^T^^ » people who are 

promoting , ^^i^iT womL's tltT^e nuiritional 
^^^J'^^^r^^^T^^^n her reproductive performance 
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and health. Women who enter pregnancy undernourished or who fail to 
gain adequate weight during pregnancy are at greater risk of having low- 
birth-wcight babies. The rapid physiological changes of pregnancy along 
with other pressures often makes it difficult to correct longstanding 
nutritional deficiencies during the relatively brief time span of pregnancy 
itself- Health care programs including *"«mi»y planning services that care 
for women before and between pr'^^nancies have ^ unique opportunity to 
identify women with nutrition d or metabolic conditions that require 
correction, and to provide nutritio.-^al counseling to improve the nutrition- 
al status of women with poor dietary habits. 

The relationship between maternal nutrition and pregnancy outcome 
has been the subject of numerous studies (i). Cjrowth rates during 
intrauterine life are the most rapid of any time in life and depend in large 
part on maternally supplied nutrients. The rapid growth occurring during 
pregnancy requires an extra intake of calories — as much as a 20-percent 
increase — as well as more protein, vitamins, and minerals. There is 
considerable evidence (2, J) that the nutritional health of the woman and 
her diet during pregnancy influence her weight gain, which has in turn 
been demonstrated to have a relationship to infant birth weight. Low- 
birth-weight infants have higher mortality rates and are more likely to 
suffer from physical and mental handicapping conditions. Nutrition- 
relateU factors that increase the risk of low birth weight and birth defects 
include alcohol consumption, which may replace nutritious food in the 
diet, and smoking, which may decrease appetite. Other factors such as 
limited money for food, uniasual diets, and lack of know, ledge and skill in 
adjusting the - quantity and quality of the diet to meet the needs of 
pregnancy may have an impact on the nutritional status of the pregnant 
woman and affect the outcome of pregnancy. 

Adequate nutrition is particularly important for women who breast 
feed. Lactation increases maternal need for calories, protein, and certain 
minerals and vitamins. Lactation in the absence of adequate nutritional 
intake can be deleterious to maternal health, and when intake is severely 
restricted, there may be a decrease in milk production which in turn 
compromises infant nutrition. 

Although severe malnutrition is a leading cause of infant and child 
mortality and morbidity in the world, such cases are now rare in the 
United States. When they dc occur, they are apt to be related to disease 
conditions such as chrome iifcction or malabsorption; to social pathology 
such as child neglect or abuse; or to unusual dietary practices. Recent 
surveys « 5) hawe indicated, however, that poor nutritional status, 
especially iron deficiency, does exist in some groups of the population, 
usually Lhose of lower socioeconomic statxis. Infants are among the most 
nutritionan;, vulnerable of all age groups. Their accelerated growth and 
' development and their greater nutrient requirements for size necessitate 
attention to their nutrition and feeding. Yet on ihe whole, infants as a 
group appear to have fewer nutritional problems than do preschoolers and 
other children. 

Because feeding practices established »n infancy can have an impact on 
long-term health, early detection and prevention of nutritional problems 
and initiation of sound feeding practices are important. Increasing 

ERIC - I 



apprcci^.tion of the nutritional, immunological, and ^^^^^^^^^S^^^^^T 
STges oi breast feeding and heightened concern ^^"'^ f^^jl'^^^^ 
Sfancy have led to some recent changes m infant feeding Pf^*;^^*^- 
So^ward trend in breast feeding which had occurred smce the 1950 s 
tp^to hate been reversed in the early 1970's^ "T^r^ift^o^^N2r?y 
KriHTfeedine is not increasing, at the same rate m all populations. Meariy 
^>;S^^?^^y b^bii b^ to^white mothers are breast fed compared to 
SSc^aST^^east-feeding rates are much lower .^<>^\-'^™?J:?-^^*^bv 
12 years of education. Despite the promotion of breast .f^^^^S ^y 
authoritative groups as the American Academy of Pediatrics only 35 
^r^nt of X babiS wire breast fed in 1975 and such feedmg ended by 3 
STo^tSs of age for the majority rather than extending for the longer penod 

"oXr^'^pri^^o-l period, the rar. of children's growth has slowed 
and thefr nutStional requirements for body size axe less than dunng 
fnfancv Thus they usually want and eat relatively less food. OAer 
chiac^erisd« thkt^ffect Uie nutrition of preschool children are their 
^ncT^Uig dLire for independence and control over their environment 
^tSeirtSmature self-feedinlTkills and their periodic refusal to -ceP^--- 
than a limited variety of foods. Stuoi-s and surveys (4. 5) have »«<l*catea 
Sa^ ?he major nutrition-related problems in this age group axe ^on 
deficiency anemia, mild retardation in physical growth, obesity, axid 
denS^f c?ries The 1971-73 Health and Nutrition Examination Survey I 
m/S^T) <it^ indicated that about 5 percent of white prescho^ 
o„M^v*.r 8 oercent of black preschool children had low 
t:^"J'o^nt.T uL'^^w: ^Is below rLonm.ended daily ^owance 
for r^ut 95 percent of chUdren 1-3 years of age. regardxess of income, 
^urnot repWmative of the entire populanon. over »2.,P«^=".' 
rfiUdren seen in public clinics (generally low-mcome children) in 1976 
showeTs^e evidence of stuntiri of linear growth. Findmgs from other 
sureyt. h^ever. indicate that underwe^ Ht and f"^"^ J^"^" "° 
widespread among American children a whole. Indeed, obesity or 
hibii Sat could later lead to obesity, are more urgent nutnnon-relaied 
oroWems for tfie preschool child. complex problem involving many 
lene tic and en^ronmental factors, obesity in childhood can ""^^f*""^ 
fong-term social problems and problems of adjustment and can have 

""E2irt:r^r?ru?n?t;!S"f;'SS^^^ which airec^large 

nuSTti^ o^ otng children. Some estimate that 40-50 percent otj^y^- 
old children hate dental caries (S). Research confirms a i~j->"ve 
lorreir^ion^tween the amount and frequency of sweets consumed and 

''''sSmroare„'L''*5^nd"o"" day care providers to supply a large 
o'^Lrof t?e f^ consumed by infant and toddlers 5 days a week^ 
&,^ or^hool children in day care or other group care settmgs receive 
mJ^s ^anTs^cks ™ that contribute 75-80 percent of their nutnent 
SSiTe which sug|«L that careful attention should be given to the quahty 
iTfthcV^ oro-^ed in such facilities. There are many service programs 
?-^r ^ri^lJ^^ thUdren and their families which offer opportumties for 
^ly^Tte^SU of nutrition problems, as well as prevention through 
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development of sound feeding practices. Every effort should be made to 
capitalize on these. 

Nutritional needs of school-age children and adolescents are of concern 
because of their continuing growth. Trends in food consumption of the 
U.S. population show that children consume a substantial portion (38 
percent) of their, calories from fat and eat more highly sweetened foods 
than other age groups: J Although data on the percent of calories from 
sugar in children's diets are not yet available, it is known that children and 
teenagers consume the most commonly eaten sweetened foods — soft 
drinks, cookies^ desserts, and candy — bo^ more frequently and in larger 
quantities than adults (9). 

Nutritional needs in adolescence are greatly increased since the growth 
spurt experienced by such young f>eople is exceeded only by that of the 
developing fetus and infant in the first year of life, EHfferences in the 
duration, timing, and extent of growth at adolescence largely account for 
the differences in nutritional need between males and females in this age 
group. Some of the nutritional problems noted above, such as obesity and 
dental caries, continue in this age group, while diseases affecting the adult 
population also begin to be seen in adolescence. For example, physical 
examinations of adolescents indicate that 5 p>ercent have significant 
cardiovascular problems and that 8 percent of adolescent males and 4 
percent of adolescent females have elevated blood pressure. Fifty-five 
percent of adolescents show some sign of tooth decay, and obesity is fairly 
common. Anorexia nervosa is also an increasing problem with this age 
group as is underweight, particularly for girls ( lOy 

Some of these problems are related to adolescents* concern with identity 
formation* sexual maturation, and increasing independence, all of which 
have implications for nutrition. Many adolescents are involved in sports, 
and some current practices such as weight reduction or gain to meet 
requirements for certain sports, unusual diets for **quick energy/* and 
crash diets for weight reduction may adversely affect the health and well- 
being of the growing adolescent. 

Nutrition Issues in High-Risk Groups 

There are some mothers and children who, by virtue of such factors as 
socioeconomic and nxinority status, age, and cultural background, are at 
special nutritional risk. These groups are vulnerable not only to the 
nutrition-related problems that beset the entire p>opulation, such as dental 
caries, obesity, and iron deficiency anemia, but also to a host of others 
including low birth weight, growth retardation, and handicapping condi- 
tions. Other particularly vulnerable groups are those with physical or 
mental handicaps, chronic conditions or disease states which predispose 
them to both financial and nutritional stress. Social problems such as child 
neglect, drug and alcohol abuse, especially in teenagers, have potentially 
significant nutritional implications as well. 

Of great concern are young pregnant adolescents who are at particular 
risk because the stress of pregnancy is superimposed upon that of 
adolescence. There is a higher likeixhood of pre-eclampsia, anemia. 
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excessive or inadequate weight gain, and low birth weight in the pregnant 
adolescent. Adolescents are 30-50 percent more likely than older women 
to have low-Wrth-wei^t babies, and a baby bom to an adolescent is two 
to three times more likely to die during the first year (/). As noted earlier, 
^ *ujtritional requirements for size for adolescent growth are higher than 
those of any other period of life except infancy, and pregnancy occurring 
during adolescence results in additional needs for calories and nutrients. 
Yet the adolescent , period is frcqucnUy characterized by fad diets and 
nutrition-rdated problems which are often related to an overemphasis on 
slimness, to drug and alcohol abuse, limited money for basic necessities, 
and other such social and economic problems. 

Another group of ^>ecial concern is pregnant women with conditions 
such as hypertension, diabetes mellitus, heart disease and renal disease. 
These women are at increased risk of having complications of pregnancy 
and low-birth-wcight babies. Many of these diseases have nutritional 
implications and require expert dietary management and intervention. 
More women who were treated during their own infancy and childhood 
for inborn errors of metabolism, (e-g., phenylketonuria) are now bearing 
children. To prevent severe mental retardation in the infants of such 
women, dietary intervention is often required ( J i ). 

Nfany infants of low birth weight, with birth defects or other problems 
also have ^>ecial feeding or nutritional needs after birth. For example, 
infants with inborn errors of metabolism may require specific dietary 
intervention shortly after birth to prevent serious compUcations, including 
mental retardation and death; similarly, infants with carbohydrate 
intolerances require early dietary modification to grow and develop 
normally. The estimated 6 percent of all newborns who are of low buth 
weight also require special care. The nutritional goal for the latter group is 
to support a rate of growth approximating that of the third trimester of 
intrauterine life, without imposing stress on the developing metabolic or 
excretory systems. Appropriate feeding of low-birth-wcight iiiiants is most 
important since this is a crucial period of development w*en inadequacies, 
excesses, or imbalances arc most likely to lead to permanent problems. 

Recent success in keeping alive some children who formerly would have 
died of such conditions as the complications of premiiturity, severe 
malformations of the gastrointestinal tract, diabetes, or cystic fibrosis has 
also changed the face of the malnutrition seen today. It has increased the 
danger of malnutrition secondary to disease unless such children receive 
the special nutritional support or therapy they need. 

Children with chronic illnesses and handicapping conditions frequently 
zkeed thcrsoeutic diets requiring very detailed and specific nutritional 
counseling 'and support. Diseases of this type include some forms of 
cancer, heart disease, juvenile diabetes and hypertension, renal disease, 
malabsorption, and cerebral palsy. Children with motor problems involv- 
ing the ceatral nervous system are also at risk for nutritional problems. At 
7 first, these children often have difficulty sucking and swaHowing. As they 
develop, they have difficulty in controlling the head, trunk, and extremi- 
ties. Ovej^cight may result from inactivity or limited movement, which 
often makes it more difficult for a handicapped child to use crutches, 
braces, or artificial limbs. 
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Other eroups at particular risk of dietary inadequacy are women and 
children in minority groups, including migrants, J^^^J^! 
Alaskan natives, and refugees. Lxjw income is a major factor in such nsJc. 
o^ TnSude certain culturally determined food habits which may be 
uns^nX mobility and lack of adequate food storage and preparauon 
fa^t^TlI^guage barriers, and social instability. Such c^aractensUcs can 
i^ate tii<ie^grlups and decrease their ability to obtain needed food 
h^aft^ informfliom and services for themselves and their chddren. Suc^ 
problems are especially acute for refugees and other foreign born 
fndivid^ls who flee a difficult and prolonged adaptauon to a new way of 



life ( 12). 



Diet and Disease 

The nutrition-related issues discussed in the preceding section are 
sigmficant not onlv because of their general importance for growth and 
diveiopment and £heir special significance for high-nsk groups but also 
b^cauJ^ some of the main health problems in ^^^^ .^"^.^"^^^ 
linked to certain dietary patterns. Dietary habits begun m childhood may 
wd^l increase the probability of developing certain chronic degenerative 
diseases later in life. 

Obesity 

Obesitv an excess of body fat. results from eating more food than the 
b<5y ^'for tts basic ener^ needs and/or from expending less ener^ 
than supplied in the diet. Obesity is associated with an f ^re^ed nsk of 
blSi pressure, gallbladder disease, and adult onset ^labet^ all of 
wMch are in turn associated with increased risks of heart disease and 
stroke. I: also creates social, psychological, and economic hardships for 

™^besitv is V idely prevalent in our society and its frequency appears to 
be^eS.ng. It is probable that a trend toward obesity can be established 
^riy inTife^and once established, childhood obesity V="*^/<Lf ^'^^^^^ 
I^to adulthood, becoming increasingly resistant to treatment The ob«e 
ch^d, according to the Surgeon General, is three ames more l»ke 
other children To become obe^>e adult. In fact, one-third of all obese 
aduhs were overweight as children- Obesity in adults remains extremely 
dfrncuirto treat suclessfully. with up to 95 percent of pauents regaimng 
some or all of the weight they have lost. For all these reasons, primary 
prevention is considered the most promising strategy of 

^ American children 6^11 years old are exceedingly sedentary by wor W 
standL-ds and probably even in comparison to the nom^ for P^^ deca^ 
fn this country Obese children as a group are more sedentary than lean 
children and^ven when active exert themselves less than other children 
Few ^TiSnary schools do much to remedy this situation. Some schools lack 
ph^sS education entirely, while in others the bulk of time and attention 
fs dllmed to making the m "fitter" rather than encouragmg the mifit and 
Sie obese to participate more in physical activity programs withm and 
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outside, of school- The most efTcctive strategies for achieving and 
maintaining desirable weight in children appear to be based on combined 
changes in diet, activity patterns* and redirecting various social and 
emotional "cues" away from overeating and inactivity (iJ, 

Dental Caries 

By age 11, the average American child has three decayed permanent 
teeth. By age 17, the average youth has eight to nine decayed, missing, or 
filled teeth. Untreated tooth decay leads to the loss of permanent teeth, 
which is disfiguring and can resiilt in dietary and conununication 
problems, and social and emotional difficulties. 

In the past few decades it has been established that dental caries is a 
food-related disease. In general, the cariogenicity of the diet is due to its 
simple carbohydrate content and to the adhesiveness or retentivcness of 
these carbohydrate-containing foods. Epidemiological evidence indicates 
that population groups consuming high amounts of sugar suffer high 
levels of dental decay. However, the quantity of sugar is not the only 
important factor in dental caries. Frequency of consunq^tion and time of 
ingestion are also critical factors in caries development. Foods high in 
sugar also differ in their cariogenicity. Candies and other items that 
contain very high concentrations of sugar account for only about 10 
percent of all sucrose eaten in the United States and their damage to teeth 
depends more on their acidity than on their sucrose content. Soft drijiks or 
starchy foods, on the other hand, account for almost three times as much 
sugar consumption and their role in caries production may be equal to or 
greater than that of high sugar candies. Snacking habits involving foods 
high in sugar are prevalent among children and adolescents, the age 
groups that are also the most susceptible to tooth decay ( 13, 1 S). 

Hish Blood Pressure 

High blood pressure is one of the most important risk factors for heart 
disiease, stroke, and kidney failure. It is also one of the most conamon 
disorders of adults and possibly teenagers, affecting one of every six 
Americans. Rates of high blood pressure in our population increase with 
age, particularly for women. Blacks are twice as likely as whites tc have 
high blood pressure, and it is more common in lower income and less 
educated groups- 
Population and laboratory studies have impUcaicd lifelong high levels 
of salt consumption as a contributing factor in the onset of hig^ blood 
pressiu-e in some susceptible populations. Groups that traditionally 
consume high levels of salt, such as the Japanese, demonstrate extremely 
high incidence. Those who consume very low levels of salt show little 
evidence of the disease and no increase in blood pressure with age. Other 
dietary factors implicated in high blood pressure are obesity and diets rich 
in fats. Weight control and lower fat diets or diets with equal portions of 
polyimsaturated and saturated fat have been shown to lower blood 
pressure in human subjects. Focusing specifically on these risks in 
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children, it is agniTicant that the total diets of xnany children are 
apparently excessive in satxiratcd fat and salt ( 75). 

Coronary Heart Disease 

Heart disease is the leading cause of death among men ever 40 years of 
ase Althoueh it is one-third as common in premenopausal women, after 
meiopauscthe incidence rises. While age-specific dc^xh rates from heart 
attadcThave decUncd sharply in the last two decades, this disease stiU 
accounts for one-half of the mortaUty of Ainerican men. Nearly one-third 
of heart attacks occur before the age of 65. • i, 

No one factor has been directly shown to reduce the nsk of heart 
attacks, but control of all known risk factors, includmg moderation in the 
levels of dietary fat, saturated fat, and cholesterol in the diet, are be^fv«a 
bv many l6 be effective. Other risk factors include smokmg, high blood 
pressure, diabetes mellitus, emotional stress, family history, and sedentary 
Ufestvles. Populations with hi^ consumption of dietary fat and cholester- 
ol tend to have high blood cholesterol levels. The risk of heart attacks is 
ercater among individuals in populations with high blood cholesterol 
compared with those in societies where people eat diets lower m fat and 
cholesterol and have lower blood levels of cholesterol. , . - , 

There is consensus among medical experts that although the chmcal 
effects of atherosclerosis are not usuaUy apparent unul imdlife, the 
condition is often well advanced by the third decade of bfc, with early 
Sims evident in the fu^t decade. About 8 to 25 percent of adolescents have 
s<Smn cholesterol levels above the desirable level. Therefore^ 
that orimarv prevention should begin in early childhood (iJ. /^), 
particularly for children whose parcnt(s) have had a heart attatJc at an 
early age (76, 17). 

Cancer 

Approximately one-fifth of all Americans die of cancer. The causes of 
can<Sr are complex and far from clear, but current evidence suggests that 
behavioral and environmental factors may play a primary role m its 
development. Epidemiologic and experimental data sugg<»t the cons^p- 
tion of high-fatdiets and diets low in dietary fiber may be imphcated in 
development of some cancers, although more research is clearly needed 6n 
this issue ( 13, 15). 



Diabetes affects up to 5 percent of the American population and 
appears to be increasing in prevalence. The disease is common m aU 
affluent countries and rare in developing countries. For non-msuhn- 
dcpendent (lc adult onset) diabetics, who comprise 9G-95 perc«it of the 
dia^Jtic population, the disease is associated with obesity, and can be 
controlled by weight reduction- Diabetics arc known to ™re 
susceptible to heart attacks than nondiabetics and to have elevated levels 
of serum lipids. 
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Until recently, dietary advice to control adult onset diabetes has 
emphamod limitation of carbc^ydrate intake, particularly sugar. Now 
that the susceptibUity of diabetics to coronary heart disease is recognized, 
along with their tendency to have elevated levels of senim lipids, dietary 
management emphasizes limitation of fat intake rather than the limitation 
of complex carbohydrates (e«g^ starch and ftber), within a diet that 
stresses attainment and maintenance of desiralrfe body weight (iJ^)* 



THE NmTUTION EP^TVIRONMENT 

Given the significance of nutrition for sustaining healthy growth and 
developm en t in all groups including those in various high-risk situations, 
and our growing understanding of the relationship between diet and 
^fi^f^V^, interest in promoting good nutrition-related habits in all individu- 
als is increasing. Determixung how to do so, however, has become 
especialty complicated and challenging due to a variety of social, 
economic, and technological changes that have transformed American 
society since Worid War II, and reshaped the food choices and habits of 
children and families. 

One measure of yor^*'^ change with significant implications for nutrition 
is ibax the number of working women in the United States has doubled in 
the last 40 years, and the number of woridng mothers has risen tenfold. In 
1979, U*S. O^artment of Labor figures showed that 45.4 percent of all 
women with children under 6 and 54*5 percent of women with children 
under 18 were working. Both percentages are expected to increase 
significantly in the next decade ( 18\ ' Full schedules mean litde time or 
ener gy to plan, ^lop for, and prepare family meals. The phenomenal 
growth in ^convenience^ and prepared foods reflects this, as does the huge 
growth in eating away from home, a roughly $67 billion business in 1979 
(iiO* Between 1958 and 1978, sales in fast-food restaurants increased 3QS 
p ercen t; sales growth in other restaurants, although much smaller, was still 
a sizable 83 percent (iZO). One corr^te of these changes has been a 
gradual shift in attitudes about eating. Surveys have shown a strong 
interest in nutrition, but new concepts of what constitutes a **balanced 
meal** or a ^balanced diet" arc emerging. A growing number find that 
food and meal patterns need to be more flexible to conform to faster 
paced and less structured lifestyrles, and believe that a nutritious diet can 
be achieved by eating less traditional menus at any time of the day» rather 
than at three fixed meal periods* 

As women join the labor force, household duties, including those 
related to food, are shared among family members. The role of the mother 
as family food gatekeeper^ has been circimiscribed. It can no longer be 
assumed that she knows/vi^iat the whole family eats, as children and adults 
alike now make more independent decisions about what, when, and where 
to eat* More men and children shop and cook, and families eat fewer 
meals together. Work and school cafeterias, day care centers, vending 
machines, and fast food outlets now provide many of the meals formerly 
eaten at home. 
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One clear measure of changing eaung patterns is the high prevalence of 
eating away from home and snacking— both of which contribute sigmfi- 
canUv to total calorics consumed daily. Studies of food consumption 
patterns show that for children who consumed food away from home, 
such food accounted for 35-40 percent of daily caloric mtake. Approxi- 
mately two-thirds of all children and teenagers report at least one snack in 
a 24-hour period. Snacks contribute about one-fifth of daily calories, equal 
to the caloric contribution of breakfast, but less than the recommenda- 
tions for nutrients other than calories (9). 

Various technological changes have also influenced American nutrition- 
al status significantly- People now stand at the end of a highly 
sophisticated food chain that to a large extent controls the nature and flow 
of food from farm to individual. Major changes in food technology' have 
given us the capacity to mass produce everything from bread and cheese 
to frozen dinners and desserts, and to invent an enormous range of 
innovative food products. Such developments have given impetus to the 
growth of fast food and orher restaurants, cafeterias, vendmg machines, 
airplane and train meal service— all of which depend on the efTiciency and 
centralization of our foori production sector and the sophistication of our 
new food technology. Consumers become acquainted with these new food 
products when eating out and, according to marketers, eventually demand 
and use them in the home. . 

In 1928, grocery stores offered an average of 867 items (-2/)- ine 
average supermarket now contains approximately 13,000 items (22). 
Agricultural and technological advances aUow buyers to choose not only 
from basic commodities— vegetables, fruits, grains, meats, and dairy 
products— but also from a broad range of processed foods. It has been 
«timated that over half cif the food Americans buy is now processed to 
some degree (23). A growing percentage of items in the grocery storeare 
foods in which some of the naturally occurring nutrients may hav-e been 
lost in the manufacturing process, while fat, salt, sugar, artificial flavors, 
cotors, preservauves, stabilizers and texturizers may have been added. 

As we move fixTther away from the basic foodstuffs that have sustained 
our species historically, we must depend more on our knowledge of 
human biology and nutritie?r ^o-tell us whether we are eaUng adequate and 
safe diets Unfortunately, our knowledge is too imprecise and our science 
too young to provide this assurance; indeed, some have caUed our new 
food system the greatest human experiment ever performed by man on 
man. Government and private surveys' in recent years have documented 
growing public concern and confusion about food safety and the 
nutritional adequacy of the present food supply (2^. Many fear the 
effects from increased chemicals in processed foods and othere are 
uncertain about the nutritional and other properUes of processed foods. 
The exceptional growth in the "health food'' industry in recent years, now 
an almost $2 billion industry, attests to the extent of such concerns (22). 

A vast amount of nutrition-related information is now directed to i*e 
public— some of it accurate, much of it imprecise, if not wrong. The 
messages that Americans receive about food, diet, and health are as 
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inconsistent as their sources «re numerous. Traditionally, families depend- 
ed on long-term experience with foods, including sensory cues, appear- 
ance, smdU, and taste to guide food choices and to teach nutritional values 
to children. Now, people increasingly depend upon information jMOvided 
by sources outside of the fanuly — friends, grocers, doctors, teachers, 
ingredient lists, nutrition labeling, manufacturers* statements on packages 
and in advertisements, and Government policies and pronouncements — 
when making food decisions. 

By far the most pervasive messenger, and the most heavily used by the 
food industry, is television. According to a National Science Foimdation 
report, eveiy year children watch approximately 20,000 television com- 
merciais for food products {25% most of them devoted to snack foods, soft 
drinks, and breakfast cereals. The industry spent S2.5 billion in 1978 to 
advertise its food prodticts, 90 percent of which was allocated to 
television. This sum was more than twice that spent for automobile and 
gasoline advertising — the second largest user. For some groups, particular- 
ly the poor and those in rural areas, television may be the predominant 
source of nutrition information. A recent issue of USOA*s National Food 
Review analyzed mass media food advertising by types of food, and found 
that: 

Highly processed foods account for a large part of total media 
advertising. About $280 million was spent on soft drinks alone, 
accounting for about 13.5 percent of mc^lia auvertising for the food 
system in 1978, Perishables or relatively unprocessed foods take a 
very small portion of advertising expenditures. The lowest advertis- 
ing rate is for unprocessed meats, poultry, fresh eggs, dairy products, 
and fruits and vegetables. Combined advertising in the six media 
(spot television, network television, network radio, magazines, 
suf^lements, and outdoor advertising) for these products in 1978 
was about S140 million, or iiaZTwhat was spent on soft drinks (26). 
Complicating the issue of food choice further, inflation takes an 
increasing^ large bite out of family paychecks. A 1980 Yankelovich, 
Skelly and White, Inc. survey reported that families are struggling hard to 
maintaiTi their intcrcst in and commitment to sound nutrition. But food 
costs are forcing them to make many changes in their food shopping, 
preparation, and eating habits — and not always in the direction of 
improved quality. The pressure of food cost inflation is felt by all sectors 
of society, but, in the words of the survey report, "especially by the 
parents of the* Nation's children" (24). For the poor in particular, food 
cost escalation raises the basic cost of living. Also, the gradual withdrawal 
of competitive supcrmaricets from the inner city means that the urban 
poor have an increasingly limited access to quality food at affordable 
prices, and must depend on small comer grocery stores that stock only a 
limited supply of food items (27). 

By many indications, people have a strong and continuing interest in 
nutrition and want to fe«l themselves and their families well. But to do so 
has become increasingly difficult given our new nutrition environment. A 
very sophisticated and broad approach to enhancing dietary quality will 
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be fequired if families are to provide the best possible foods for their 
chtktoen, and if children and adults arc to develop and m a in t ain health 
pfx>moting lifelong eating habits in today's fast changing so*^*cty. 

* 

SITRATEGIES FOR IMPROVEMENT 

Cognizant of the nutrition issues disc\isscd in the preceding sections, the 
Panel has focused on four approaches, to improving the nutnuonal status 
of mothers and children. These are to increase nutrition-related mforma- 
tion and education, to strengthen the role of nutrition services m health 
care programs both pubUc and private, to expand and improve the various 
public feeding programs, and to focus research on a set of specific 
nutrition issues. We do not si^est that these are the only strategies 
available. We have not, for example, addressed ourselves to such issues as 
regulation of the food industry, standards of food quahty and safety, and 
other similar matters that must also be considered. Those itemized below, 
however, seem the most significant from the perspective of the health 
community. In the aggregate, they may be regarded as major components 
of a more comprehensive national nutrition policy focused on mothers 
and cfiildren. 



InformatKMi and Education 

A primary strategy for improving the nutritional status of mothers and 
chUdren is information and education covering many topics and provided 
throujEh many sources. Simply put, if nutrition is to become a ccntnd 
com^nent of efforts to improve n. eternal and child health^ there tnust be 
a. cK^mitment in all af^>rc^riate sectors— the health system, schools, the 
media, prixrate industry and aovemment-~to educate the Nation znore 
adeauatety about health-promoting and risk-raV ? diets. £vciy effort 
should be made to help parents and children un md jvhat constitutes 
diets that ay^oid deHdendes, imbalances, exccsstr . nutrients or energy, 
and minimize dietary risk factors for disease. * , 

Rcssardless of the source, the content of nutrinon education p^tment to 
motiSs and children needs to be broadened to incorporate the newer 
concepts of health-proiaoting diets. The education must be consistent, 
practi^ and useful, and of sufficient depth and breadtii to serve as a baas 
for sustaining eating habits that promote health over the fiiU hfe span. The 
nutritjcmTmSsage Sould be based on a recognition of the role of nutrition 
in lifelone health and of the individual's responsibiUty for pr<Mnotion and 
mainten^ce of his or her own health- It should be varied and tailored to 
meet the specific needs of specific audiences, but the basic content must 
be consistent and coordinated. No single message or nutritional guid<dLme 
will meet all of the public's needs. Instead, nutrition jwiucation must face 
the complex task of presenting the best currently available information on 
nutritio^ and health given different stag« of sckmtiric certainty, and 
presenting guidance oriented to the practical rcahties of culture, hfcstyle 
and available foods. 
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With these general perspectives in mind, we urge tb»t the Federal 
aavenuaent tmke m leadership role in informing And educating the Nation 
about a wide range of nutrition issues. Norms for appropriate nutrition 
should be developed, routinely updated, and vigorously disseminated by 
Federal authorities for the benefit of all Ajnericans, including children 
and pregnant women in particular. An example of the Government 
fulfUltng just this function was the release in 1980 of ••Nutrition and Your 
Health: Dietary Guidelines for Americans,*" developed jointly by DHHS 
and USD A (28y, The Panel finds the guidelines to be pruden; advice to 
Americans about nutritionally sound diets and applicable to the needs of 
childzen and pregnant wom«i. Particularly in light of the information 
presented earlier regarding the relationship of diet to selected health 
problems and di*rflf^. the Panel calls special attention to the recommen- 
dations to: 

• Maintain ideal weight 
m Avoid too much sugar 

m Avoid too much sodium (salt) 

• Avoid to^ much fat, satxirated fat, and cholesterol 

We also call attention to the strong advocacy in the guidelines of breast 
feeding, unless there are contraindications; the value of delaying the 
introduction of solids imtil an infant is 3-6 months old; the cautionary 
messages directed at pregnant women regarding alcohol use; and the 
general need of both pregnant and lactating women for high-quality diets 
that contain extra calories and more of many nutrients. 

Many of these basic concepts are particxilarly important to conv6y t^ 
school-age children. In chapter 3, the broad issue of health education is 
discussed in depth. Here we would only add a recommendation that 
comprehensive school-based health education programs include a major 
emphasis on nutrition. We caution, however, that to do so will in many 
instances require the development of more adequate nutrition education 
curricula and materials. While some agencies and organizations have been 
concerned with nutrition education, they often have generated teaching 
materials or program guidance of only limited effectiveness. The emerging 
consensus reflected in several- recent reports is that nutrition education 
programs and materials need to be more comprehensive, carefuUy 
designed, and in step with current nutrition information- New materials 
should be based on current knowledge about nutrition, be carefully 
designed for different developmental stages, include appropriate emphasis 
on peer and parent roles in nutrition-related behavior, and, in general, be 
designed with the new nutrition envircmment in mind. They should also be 
develop^ in light of the sound and comprehensive set of guidelines for 
nutrition education contained in the 1979 National Conference on 
Nutrition Education recommendations (29). We recommend that the 
relevant offices of USDA, DHHS, and the Department of Education, the 
States, and private foundations .collaborate on the development of 
nutrition education curricula for school-age children and adolescents, and 
that such efforts include adequate evaluation of model curricula. 

School-based nutrition education is not sufficient, however. The Panel 
is also deeply concerned that the media increase its efforts to promote 
sound nutrition-related habits. In comparison with the billions spent each 
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year on food advertising, little money is spent on nutntion education. This 
imbalance is strikingly evident in children's television programing which 
includes so many food-related advertisements that are widely regarded as 
health-compromising. This issue is discussed more fully in chapter 3. 

The Federal involvement in nutrition education programs is also 
significant and a major means by which nutrition mfonnation and 
education can be promoted- CurrenUy, there are approximately 30 
programs in. 11 Government agencies that have an identifiable nutnuon 
education component: of these. 22 involve specific child nutnuon 
education activities- Despite a history of involvement m programs of 
nutriuon education, the Federal Government has not been notably 
successful in this field. Message content and* icchmques for comimmicat- 
ine nutrition information have been criticized in detail by the General 
Accounting Office (JO) and the 1979 Nauonal Conference on Nutnuon 
Education (29). The major problems identified include sluggish Federal 
mechanisms for achieving a working consensus on nutntion guidelines, 
inefficiencies in arriving at consensus on appropriate messages and special 
emphases for target groups, and problems in defining and reaching target 

^Th?rc are two federally funded programs specifically designed for 
nutrition education. The Expanded Food and Nutntion EducaUon 
Program (EFNEP) and the Nutrition Educauon and Traimng CNET) 
proeram EFNEP is a service of USD A directed at low-income famihes. 
The program was inaugurated in 1968 to provide food and nutnuon 
education to homemakers with young children via trained indigenous 
nutrition aides. These paraprofessiOnals, who are :,apervised by county 
Cooperative Extension Home Economists, develop a one-to-one relauon- 
ship with disadvantaged homemakers enroUed in the program at the 
county level. During the I970's, EFNEP expanded rapidly to include all 
50 States and Puerto Rico, reaching its maximum size by *?Z • L 
more than 300,000 homemakers are enroUed in the EFNEP, which 
employs about 4,000 paraprofessional nuuition aides. The annual pro- 
eram budget, which for FY 79 was approximately $50 milbon, is 
distributed to Cooperative Sf*te Extension Services according to a poverty 
populauon formula. EFNEP has reached only a small proporuon; of tiie 
lotki low-income population during the past decade. EFNEP famihes 
comprise only 3 percent of the more than 6 miUion households m the 
Food Stamp program. EFNEP has med to rectify the low parUctpaUon 
rates of food stamp households by working closely over the P^sJ with 
Food Stamp programs; sixteen pilot projects were fimded in 197»^--»0 to 
identify ways of increasing participation of food stamp households m the 
EFNEP In addition, the pilot projects are testing alternate ways of 
delivering EFNEP services. Rather than relying exclusively on nutnuon 
education on a one-to-one or door-to-door basis, use of mulu-meciia 
approaches is being tested- , icuc/^ 

NET was established in 1977 by P-L. 95-166, an amendment to the 1966 
ChUd Nutrition Act. Its legislated purpose is "to encourage effecuv^ 
dissemination of scientifically valid information to children participating 
or eligible to participate in school lunch and related child nutnUon 
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oroerams-'' NET funds are distributed through State education agencies 
to local schools and districts for use in training teachers and school food 
service personnel and to conduct nutrition education activities that fimy 
utilize l>oth the school food service facilities and the classroom. The NET 
prov-ram is intended to help children learn to apply pnnciples of good 
nutrition in their daily lives. Better understanding of good nutnuon and 
its relationship to health is expected to increase the accerjtance of 
nutritious foods provided through school food service, with a c .conutant 
decrease in fr>od waste. In FY 1980 the NEI" program reached ^.5 i*B!ion 
childrer and had a budget of S20 million. Evaluation studies are now 
underway to determine the results and achievements of the program. 

Without prejudging the relative merits of EFNEP or NET, especially 
since varioi^ pilot studies and evaluations ^^f ,^^<^^^y^^''^^'S^^^^^% 
programs, the Panel nonetheless or^es the leaders a f both EF>IEP and 
iVCT to design these programs in a way that is consistent wj£h £fte 
principles of nutrit. >i7 related information and educauon outlined at the 

hesinnins of this sectii. i. . , « i • u 

Before leaving the topic of information and education, the Panel wishes 
to call special attention to the fact that aU the strategies mentioned thus 
far— whether in -chools, the media, or pubhc and private health care 
programs— con- ntrate primarily on encouraging changes in the behavior 
of individuals. This, in our view, is only a portion of the remedy. We call 
equal attention to ..le role of institutions in influencmg the nutntion- 
^lated practices of individuals, and the complex relationship of individual 
behavior and social influences in this regard. A particularly important 
example of this interplay relates to the practice of breast feeding. As 
previously noted, breast feeding is of great nutritional and iminunological 
signitlcaiice to the developing infant, and is also beheved to enhance 
mbther-infant attachment. The Panel concurs with the American Acade- 
mv of Pediatrics (AAP), that ^breast feeding should be strongly recom- 
minded for full-term infants, except in the few instances where specific 
contraindications exist" (3J). We also sha^e tiie concern that breast 
feeding is not as widely practiced as it might be. To increase the mcidence 
and deration of breast feeding, however, we caution tiiat it is not enoi^ 
imply to increase the information and education about this issue. We 
suaR«t that broader social influences and institutions affect the choices 
w<Sen make about how to nourish their infants- To increase breast 
feeding, employers, health care pro^riders, the health care system general-- 
Jy and other institutions should take steps to encourage breast .eeding 
kkd support mothers v^ho choose to breast feed and are able to do so. For 
examplJ^f the several suggestions made by the AAP to increase breast 
feeding many focus on institutional changes. With regard to ways to 
^Sige aspects of the health care system specifically to support breas. 

fcedin^Oiey^s^e. _^ hospitals makes breast feeding difficult: 

therefore, efforts should be made to change obstetrical ward and 
neonatal unit practices to increase the opportumty for successful 
lactation- Changes may include the following: ... 

(1) Decrease the amount of sedation and/or anestnesia given to 
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the mother during labor and delivery because large amounts 
^ can impair suckling in the infant. 

(2) Avoid separation of the mother from her infant during the 
first 24 houi-s. 

(3) Breast-feed infants on an 'on demand* schedule rather than on 
a rigid 3- to 4-hour schedule, and discourage routine supple- 
mentary formula feedings. 

(4) Reappraise physical facilities to provide easy access of the 
mother to her -infant. Rooming-in of mother and inf a nt is 
important to successful lactation. 

(5) Attitudes and practices in unatal clinics and in maternity 
wards should encourage a ciimate which favors breast-feeding. 
The staff should include muses and other persoimel who are 
not only favorably disposed toward breast-feeding but also 
knowledgeable and skiUed-in the art (3/). 

We would add that employers should recognize the special needs of 
mothers with young infants and structure schedules and hom^ to facilitate 
breast feeding; and that education about breast feeding should be 
presented in the public media, and mcliwied in the curricula of health 
professionals and in school-based health educadon programs; and that 
various backup services to support breast-feeding mothers should be , 
developed and built into the health care services available to women of 
reproductive age. 

Another example of the importance of institutions in the area of 
nutrition relates to the role of supermarkets, restaurants, and other 
marketers of food in ensuring that an adequate selection of nutritious 
foods is available and in sharing the responsibility for educating and 
informing the public about sound nutrition. Even the most "educated and 
informed'' consumer will have difficulty in maintaining a health-enhanc- 
ing diet if the foods readily available in the course fof daily life are of poor 
. nutritional quality. We rebognize that the forces thiat shape the nature an<l 
availability of foods are complex and not amenable to simple anal>^is. 
I^^onetheless, as a guiding principle, we urge that major manufkcturcrs, 
distributors and marketers of food recognize the powerful role that their 
practices and policies piay in shaping the nutrition-related preferences of 
"the American public and children in particular, and undertake steps to not 
only ensure that nutritiotis foods are widely available, but also to help in 
educating the public about the importance and the components of a 
nutritious diet. For example: \ 

• Vending machines — especially in schools — should provide a vari- 
ety of nutritious foods, such as fresh fruit, milk, and fruit juices, 
and not just the usual fare of candy, salty snacks, and soft drinks. 

• Sup>ermarkets should use various strategies-^such ar. r^-vivcrs, 
pamphlets, and sample recipes and menus — ^to edn-'vitt laeir 
customers about sound nutrition principles, \ 

• Restaurants and fast food chains should ensure that the foods they 
1 offer include an adequate number that are of high nutritional 

quality. \ 

V 

I 

\ 

V 

\ 
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Natrition in Health Care Services 

A second means ^or improving the nutritional status of mothers and 
children is to increase the extent to which nutrition services are integrated 
into health care services. Such nutrition services include screening an ^ 
assessment to determine nutritional status and to identify nutritional 
needs and problenis; coxmseling to help individuals ac'i^ist daily activit> 
and food consumption to meci health needs; nutrition c :ucation to enable 
parents, other child caretakers, and children themselves to make informed 
decisions about food; referral to food programs and other types of 
commimity assistance as needed to maintain an adec^-ate diet; followup 
services as appropriate to ensure that dietary recommendations are 
implemented and reinforced. Many women and children will also need 
help with .problems such as home and money management and use of 
various conmiunity support services and resources. 

Although the need for and value of such services as an integral part of 
health care has been recognized by many providers and agencies in both 
the public and private sectors, there are still far too many mothers and 
children who do not receive appropriate and necessary nutrition services. 
The reasons for this neglect include, in our view, the fact that nutrition 
services are financed only to a limited extent, if at all, by many public and 
private health care financing systems; wide variations in the knowledge 
and skills of health professionals regarding nutrition; and the lirnited 
availability of nutrition professionals in the health care sectors. Over time, 
however, such barriers are surmountable, leading the Panel to recomxncnd 
SLS a gencrsd principle that the policies of both the public and private 
health care sectors should ensure that nutrition services become an 
integral part of health services for mothers and children, directed both at 
health promotion and disease prevention, and at treatment and rehabilita- 
tion. 

Within this broad frsunework, the Panel calls specific attention to tne 
place of nutrition services in the setting in which so much of this Nation's 
pediatric and maternity care is delivered— the office of the private 
practitioner working alone or in a group practice. As we discuss in chapter 
6, it is essential for such practitioners to have strong links to various 
services that cannot typically be provided in any single office setting but 
whose availability is essential if comprehensive care is to be offered. 
Nutrition services are a prime example. We urge that health care providers 
give specific consideration to their patients^ nutrition-related needs as part 
of the full range of health services offered, and that they organize their 
practices so that they are closely linked to nutrition services and 
professionals in thei^ community in order to make appropriate referrals to 
meet their patients' nutritional needs. 

We realize, however, that even those health care providers who wish to 
give increased attention to nutri'Lion issues and to teach children and 
families about healthful nutrition practices may have trouble doing so 
because their own trziining did not include adequate attention U nutrition. 
Historically, pediatricians have been taught to include informatioi"' about 
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diet and nutrition as part of routine weU-baby care during the first year or 
so of life. However, after that, physicians usuaUy do not counsel parents 
and children about nutrition. Too often, if the child's height and wei^t 
fall within normal limits on a growth curve, UtUe is said about the 
adequacy or the quality of diet. Similarly, parents are mfrequently 
provided with sufficient guidance to help children who are obese or too 
slender, or to manage the dietary problems associated with certain chrome 
illnesses To ease this problem, the Panel urges that medical school 
training, residency training for p.-imary care practitioners and training for 
all other health professionals, particularly nurses, ^^ho intend to work m a 
primary care setting include instruction in: basic principles ot n -nuon, 
Especially as such principles pertain to key developmental stages such as 
pregnancy, lactation and infancy; food choice and eatmg habits of 
children and their paren.- : cultural variations in food choices; and 
strategies to help both parents and children change and improve their 

nutrition-related habits. , . -x. 

Similarly, and in recogniuon of the relauvely untapped contribution 
that other tvpes of professionals may make m the health area, we 
encourage training programs for social sendee personnel, teachers, day 
care staff, and other appropriate professionals Who come m frequent 
contact vvith pregnant women, children, and families to include basic 
training and continuing education in nutrition commensurate with their 
role and responsibility for nutritional care. , j 

Such steps should be accompanied by others addressed to selected 
financing issues. In the Panel's view, the lack of Financial support for 
nutrition services in private and public health care pro-ams is a major 
barrier to expanding the accessibility and quality of nutnuon care 
available to mothers and children. An especiaUy unfortunate exaniple or 
such Tinancing inadequacies is that the model of reimbursement of niost 
health care services. Title XVIII (Medicare) of Jie Social Security Act, 
does not provide reimbursement for nutrition services such as nutnuon 
counseling as a home health service. Another example relates to the 
special problems that arise when particular dietary products are required 
for the treatment of certain chronically ill and handicapped chUdren 
Because of the costs of some of these dietary products and the unportant 
counseling associated with use of such products, famihes may require 
financial Assistance— yet many insurance plans still make no provision for 

such products or services- ^ ^ ^, . ^ 

These reimbursement problems persist, despite the fact that the 
Congress, numerous task forces, professic-al organizauons, and agencies 
have recognized the need and value ot providing nutnvion services as a 
part of ambulatory health care services ax.d ackjiowlcdged their cost- 
efTeciiveness in preventing and treating disease and disabihty (^2-^34) 
Nonetheless, there still has not been any nalionwwie action on the part ot 
public and private health insurers to include nutnUon as a reimbursable 
^r^ce In some instances, such lack of support reflects a simple 
undervaluing of the benefits and importance of nutnuon sen/ices, and a 
consequent reluctance to finance such services. It is also the Panel s view, 
how^cT, that nutrition services are but one of a broauer class oi senaces 
that third-party payers typically do not support pnmanly because the 
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precise content of the service is not weU defined, because there is lack of 
clarity about the circumstances under which such services are best 
provided and paid for, including which mixes of persorjiel are best suited 
to provide such services, and related concerns. In chapters 5 and 9, this 
issue is taken up in detail and a recommendation made to increase the 
health service research, evaluation, and simii: studies needed to analyze 
such issues for selected services, includinii nutrition services, with the 
expectation that such studies will significantly increase the extent to which 
these services are financed. As a simultaneous process, however, and as a 
general piinciple, Zhc Pasiel urges that both public and private third-party 
payers reorient their financing policies to zhc exLrnt reasonable, given 
existing information about how best to provide and pay for nutrition 
services, to reflect more adequately the importance of nutrition services in 
maternal and child health care. We urge, for example, that private and 
public insurance coverage of special dietary products and services be 
extended. 

The Panel is especially concerned that nutrition-related services be 
adequately included in the major publicly financed maternal and child 
health programs — Title V and EPSDT — and in selected additional 
programs with broader mandates — Head Start, and the primary care 
programs supported by the Oepartment of Health and Human Services' 
(DHHS) Bureau of Community Health Services (BCHS)l The discussion 
of these programs, which follows, is presented within the context of a 
broader Panel concern that as nutrition services are forced to compete for 
scarce health dollars, they are often decreased, eliminated, or transferred 
from one funding source to another. In such an environment, they often 
lose support and are almost never expanded or provided additional 
funding. 

Title V 

As a part of their broad health mandate, the maternal and child health 
programs authorized by Title V of the Social Security Act established the 
first concerted and continuous national effort for the development of 
nutrition services in State health agencies, and later defined the nutritional 
care model for pregnant woinen, children and adolescents through the 
Maternity . and Infant Care (MIC) and Children and Youth (C&Y) 
projects. Nutrition services ander Title V, carried out in partnership with 
State and local health agencies, include screening and assessment of 
nutritional status, nutrition counseling and education, referral to available 
fo<jd programs and other typ>es of assistance programs in the community, 
sad followup. Significant numbers of mothers and children receive 
nutrition services through specialized health programs in adolescent 
health, mental retardation, intensive newborn care and others. In 1978, 
over 1,200 children with inborn errors of metabolism received care and 
dietary- treatment through 72 specialized centers supported in part by Title 
V (55). With regard to this latter service, the Panel finds such centers 
especially valuable and urges that additional funds be provided via Title V 
and other appropriate programs to strengthen regional clinical centers 
that provide clinical backup to consulting primary care physicians and 



liighTy spcci^nzc^ dietary products to those patients for ^^h6m they are 

^'''^7^ TiUc V is a formula grant program ofTering substantiad 
autonomy to the States, specific nutrition services are not mandated in ibe 
fe^S but are includ'S^ in the regulations as one of sever^ eh^b e 
-medical services " In order to ensure that admmistrators ^ocatmg TiUe 
V resources continue to assign appropriate priority to the support ot 
nu^tion services, the Panel reZommends that Title V r<^^^ons continue 
^o^enne nutrition services as one ofse^reral eli^ble medic^J ser^ce^ and 
thereby maintain the position of nutrition services m the broad a^ay of 
maternal and chUd health actiydties financed by this prograna. Similarly, 
Federal Title V leaders should indicate clearly to the States that, given the 
SSp^^ce of nutrition for maternal and child health, nutrition servic^ 
^ould be sustained and strengthened despite current budgetary pressures. 
^e^ef^ notes that t#e current National Pubhc^Health Reportmg 
System used for Title V does not inventory the number and location of 
programs that have a nutrition component, the number of ^^^^^J^^^ 
bets supported with TiUe V funds, nor the number of mothers and 
chUd^ren vSTo are receiving nutrition services. Rather, numuo^^^ 
bined under "other services" to simplify reportmg. The result, however^s 
to obscure both the nature and extent of Tide V nutnuon servic^. To 
overcome this problem, we recommend that those ^,^^^^J^l 
collecting data on Title V expenditures collect more speciTic mformauon 
. reeardine the recipients and staffing of nutrition services, and to £&e 
e^^m%^ible. the impact and cost^ffectiveness of ^"^^.^^^^^^^ 
add ho^^ver, that this Recommendation for improved reporting of TiUe V 
nmridon expenditures and activities is only a small part of a t>roaderne^ 
for improved data on the full Tide V program generally, as discussed m 
vol. II of the Panel's report. 
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EPSDT recently enlarged and improved its nutntion ass^ment 
component to ensure that the nutritional status of eligible children ^ 
asse^d and that appropriate referral and treatment ^^"^^^^^^^ PJ^J^f^^^ 
SpecificaUy, the State program and penalty regulauon issued >^ ^ay ^^^^ 
riquires ihax. States ensure that the ^"^^^^^ .^^^l^ 
p^cipating in the EPSDT program be assessed; and guidehn^ ^u^ m 
May 1980 ricommended that nutritional assessment be a routine p^ of 
the overaU assessment of a child's health. This process is to «^^l"<i^^^;^ 
qJLtions about dietary practices to identify unusual eatmg ^^f *>^^^^^^2 
which are deficient or excessive in one or more xiuments; ^^^e 
Dhvsical examination including dental examination; accurate measure- 
SieS height and weight; and various laboratory tests to screen for iron 
defi<i«icy, ^d toxicitfand, in some instances, ^«^<=^^^5^^/^ , ^^'^^ 
So?^5on does not Suggest nutritional problems, then the child is not 
S^eSS for further nut^onal asessment at that y>^^ ^^''^^^^Yf 

nutrition education to promote health and prevent nutnaonal <l>sorders. If 
Si<^^ is su^estive evidence of dietary inadequacy or mitrrtional problen^, 
ShSTf^S assessment is to be done, and the EPSDT program is to 
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arrange for jwevcntivc, treatment, and followup services including dietary 
counseling and nutrition education based on the needs of the child and 
famity, through direct provision of services or appropriate referraL 

The Panel supports the increased specificity regarding nutrition services 
in these EFSDT guidelines. To ensure that the States comply with such 
directives and that EPSDTT is closely linked to other community nutrition 
resources, tbc Panel rccotnxncnds that the Health Care Financing 
Adnuni^tration monitor on a yearly basis the States" implementation of 
tbc nutritional assessment guidelines for BPSDT programs. State Title 
XIX agencies should reimburse treatment services including appropriate 
laboratory proaedures, counseling, and medications related to nutrition. 
In addition. States should develop cooperative arrangements with the 
WIC and other fbod and nutrition programs in o. der to enable them to 
easily refer children at nutritional risk to such programs. 

HeJMi Start 

Head Start provides 3—5 year old children from low-income families 
with jpomprehenavc education, social, health and nutrition services. 
Proviskm is made for parent involvement in program planning and 
operation and for education of parents regardmg child development, 
h^th and nutrition. In 1979, about 425,000 children and their famiHes 
were being served by 1,200 grantees operating over 10,000 centers. About 
$70 million was spent on food, $53 million of which was reimbursed by the 
U.S. Department of Agriculture (USDA) Child Care Food program. 
About 12.8 percent of Head Siart funds are spent on the program's 
nutrition component (5^. Not only is the provision of meals and snacks 
required in Head Start projects, but so also is nutrition assessment and 
education for children and their parents. Nutrition services are designed 
to complement other program components, Le^ health and education. As 
noted in other sections of this report, liie Panel strongly supports the Head 
Start program generally and would urge that it play a greater leadership 
role in strengthening child nutrition. Specifically, many low-income 
children participate in child day care programs that do not meet Head 
Start standards, including those related to nutrition. The Panel recom- 
mends that State and local authorities undertake efforts to extend the 
Head Start nutrition model through linkages with other community health 
and social services programs and through use of existing Head Start 
programs as training sites to enhance the nutrition related skills of staff 
fixxn other dEa_y care centers. 

Primary Care— Community Health Programs 

BCHS supports the concept of nutrition services as an integral 
component of aU primary health care programs. In 1979, over 3-7 milhon 
people were served in Community Health Centers. Estimates are that 80 
percent of those served were children and women of childbearing age (37). 
The legislation, regulations and funding criteria for Community Health 
Centers (including migrant health centers, Appalachian Health E>emon- 
stration programs. Rural Health Initiative and Urbdn Health Initiative 
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oroiects) include nutritional assessment ind referral as a prftvenuve health 
Urvice and defme supplemental health services to include nutrition 
education. The same core of nutrition services included m a<tamustrativc 
guidance for TiUe V applies to these programs. However development 
and expansion of nutrition services in CommLJiity Health Centers are 
hampe^ by the same fiscal constraints noted under Title VE^ identifying 
resources for support of nutrition services in these program^- remains 

^^^T^^li supports recent efforts to inform all grantees about available 
Federal and nonfederal resources to improve the nutritional staii^ of 
individuals in these programs and the requirement that all BCHS 
ambulatory health care projects make necessary' Ij^ks to tne Wie 
-j^roeram We also find that more needs to be done to foster coordinaaon 
and cooperation between State and local public health nutnuon serdces 
and nutrition services in Community Health Centers. 

Strengthening Public Food Programs 

A third strategy for improving the nutritional status of mothers and 
children is to strengthen existing public food_programs which typically 
focus on high-risk groups such as the poor. The major publicly ^^^^^ 
food progrfms in^e U.S. provide direct intervention txu-ough food 
subsidies or supplements. They include the Food Stamp pro-am; Ae 
Supplemental, FcJod Program for Women, Infants and Children (WIO; 
wWch also includes an educational component; school feedmg programs, 
child care and summer feeding programs; and the special milk program. 

Earlier in this chapter we asserted that widespread starvation and 
mahiutrition are no longer the problems they once were m the ^^^f 
States That view notwithstanding, it would be incorrect to conclude^at 
the problems of hunger and basic nutritional deficiencies have been either 
totally or permanently solved. In fact, undernutrition still causes poor 
growih anddevelopment and deficiency disorders among some poor and 
Minority women and chOdren, especiaUy those hvmg in rural and 
imtx>verished inner city areas without adequate access to health and 
S^S?tion services. A^the ratio of poor children to affluent ones con^aes 
to rise, and as income support declines m real value during a penod of 
Sflation, unemployment, ^ fiscal austerity, gains made m recent y^s 
could dikappea?. Along with^ the very poor, several other groups ment 
^al attSSon and Vigilance: migrant famili«, ^^^^^g^^^-^^^f 
^ies, refugees. Native Americans, and residents-of ^^^^^^^ 
territories. The threat of resurgent hunger among children of uhe poor is 
serious enough to require extensive nutritional surveillance as a high 
priority of nttional nutrition policy and despite the ^^'f^^^^^^^ 
recent years, further efforts are warranted to ehminate hunger altogether 
^Tto^ reduce iron deficiency and other serious nutnUonal proW«ns 
Siong low-income and at-risk populations of children and Pre^ant 
wom<m Adequate, nutritious food for aU remains the greatest smgle pohcy 

o5"^ve I^addition, the various food -«PPl«=°^«^.VP^T^J^'f Iwt 
the newer challenge of responding to emergmg nutritional concerns about 
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the role of diet in health promotion and the prevention of chronic 

degenerative diseases. «• - • 

Although data indicate ihat Federal programs have been etrective in 
alleviating hunger and malnutrition, several issues must be addressed if 
they are to be effective in preventing the dietar> imbalances now 
dominating nutrition concerns. Of primary importance are the extent of 
participation, the level of benefits, and coordination across programs. 
Participation rates in most nutrition intervention programs have histori- 
caUy been low. For example, it is estimated that less than 25 percent of the 
eligible population is participating in the WIC program and that the 
School Breakfast program is available to only 30-35 percent of school-age 
children <5<?). To make tliese programs more effective, the key reasons for 
nonparticipation need to be identified- Such inforr alion can be used by 
policymakers as the basis for designing appropriate actions to increase 
program participation. A second issue is the level of benefits m each 
program necessary to promote good nutrition. This involves not only how 
much food needs to be included in a meal or food package, for example, 
but also the more difficult tAsk of detemruning the type and quahty of 
nutrition education needed to effect behavioral change. In the sections 
below, suggestions are made for improving the Tm\OT public food 
programs. 

Specisd Supplemental Food Program for Wooaen, Infants, and Children 
CWIC) 

The WIC program provides supplemental, autritiotis food to low- 
income pregnant and lactating women and infants and chUdren up to age 
5 who, because of poor health, inadequate nutrition, or both, are at 
nutritional risk. Created by Congress in 1972 as a pilot program with an 
annual budget of $20 milhon, WIC has grown to a program financed in 
1980 at about $750 million aiuiually and reaching approximately 1,8 
million women, infants, and childisn under 5. Although WIC has 
expanded rapidly since its inception, current participants are but a small 
fracuon of the 9.1 million people estimated to be ehgible by income 
criteria alone to participate in the program (35). Many of these eligibles 
who are also nutritionally in need of WIC benefits cannot parucipate 
because of inadequate funding. At present, there are approximately 50,000 
known eligible persons on the waiting Ust who are in need of service but 
live ir. areas served by agencies that have alread>- reached their quota. 

The WIC program is unique among Federal food programs in that, 
while administered at the Federal level by USDA, it is administered at the 
State and the local levels as an adjxmct to the health care deHvery system. 
Locai agencies operating WIC programs are required to see that health 
services are available to WIC participants. The linkage of WIC to prenatal 
and child health care services is one of the best aspects of the program, but 
has proven to be one of the most difficult to implement. Some local WIC 
programs have expanded in size and scope so rapidly that they have 
exceeded the capacity of existing maternal and child health services. In 
addition, there remain areas in this country without adequate health 



services; needy persons in these areas are caiegoncaUy inrfigi^lc for WIC 
services because no local agency can guarantee the required availability of 
health services. Consequently, one optiqp for expanding WIC services is 
to make maternal and child health services more widely available through 
increased fimding for these health services. . 

Because of WICs limited funding, determimng who is to be served is 
very difTicult. Typically, certifying physicians, niarses, nutnuomsts, or 
other health care professionals must choose among several hundred 
pregnant women on the :vwraiting list, or must decide whether to drop 
infiats who were recendy anemic to make room for new participants. 
Another problem is that women often enter the program relauvely late m 
pregnant^ and average length of participation is only about four months. 
BettSToutreach and coordination of the WIC programs with the h^th 
care system, and better education , regarding the importance of a high 
Qualitv diet earlv in pregnancy could help to change this pattern of late 
^ollment. Inci^eased funding of the program would also help because 
present hmited resources require that eHgic!e women and children m 
greatest need be served first, and preventive, efforts among women early m 
pregnancy often are curtailed as a result. 

A combination of factors makes the WIC program a very attractive 
policy commitment to enlarge and build upon for the future. The program 
works, is widely accepted, and is targeted to a needy group where 
intervention can have a high payoff in botli humamtanan and xx>st- 
effectivencss terms. Critical food assistance services in pregnancy, birth 
and early mfancy deserve high priority as a poUcy focus. Tbc Panel 
rccoznmchds that over tbc long run the WIC program be enlarged to serve 
all women, infants and chUdren Mrbo are eUgibJe by mcome level and 
nutritional risk. We also urge that maternal and child health programs be 
expanded and given incentives to coUaborate closely with WIC to improve 
the outcome of high-risk pregnancies especially and ensure good nutrition 
and health in the earliest months and years of life. 

The Nation is in a period when major additional expenditure for social 
oroerams is unlikely, and when the principal concern of poUc^onakers is, 
with improving the efficiency and effectiveness of programs so diat limited 
dollars can a«»mplish as much as possible. Stronger coordmation of 
effort between WIC and health care programs funded throu^ Tide V 
and Medicaid/EPSDT targeted on pregnant women and on the care of 
infants and toddlers at risk offers a high potential for reductions of mfant 
mortahty and birth defects, improved health status, and long-term health 
care cost savings. To help achieve such coordination, the Panel recom- 
mends that State and local health care systems which provide the base tor 
the WIC program should be strengthened by cbannehng additional 
doUars throuSi the maternal and child health programs supported 
through Title V and through Medicaid/EPSDrf to enable a strong jomt 
effort combining nutrition and health services directed at pregnant 
women, infants, and young children at risk of poor health and nutnOon 
In the meantime, WIC should continue to act as a magnet to draw health 
services into arras where food supplements can be provided but no neaim 
services presenUy exist. Examples of the innovative extension of health 
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Numfa&r of States serving specified percentages of financially eligible 
chiidran and women under the WIC program: United States, 1980 

Note: Wyoming tne Dtstricr of Columbia did not participate in tne WIC program as 
^'nuary 1980. . 



services in response to WIC can be found in many rural areas. These 
efforts should be further encouraged and strengthened. 

On^ n^jor problem at present is that-the eligibihty.stWards of the 
WIC program ^d many of the health care programs to which ^d^^^u^ 
are refe^ are not ui^form. A child, for example, may be ehgible for 
WIC services but not for an EPSDT assessment and followup services. 
Such incongruities create serious problems for both the admmis^aiors 
aSd uSS^ofpiblic programs. In the long run, it is clear that the TsJaUon 
^oulTI^i^ miit move^ILd uniforai, realistic eUgibihty standards for 
aU pubUclv supported food and health care programs. First steps should 
work tow^d uSiform eligibUity for pregnant women, mfants, and very 
young children at nutritional or health risk- 
Food Stamp Program 

For many low-income households, the Food Stamp program is the 
maior means by which families with children are able to purchase 
adequate diets. Studies have shown that food stamp users purchase more 
nutritious foods per dollar spent on food than eligible but nonparucipat- 
ing households and survey data indicate that participation PfP^Jf^ 
is associated with significant improvements in dietary mtake (39). Despite 
these positive results, it is difficult for most individuals to pm chase an 
adequ^ diet on food stamps alone, given the erosion of the doUax s 
purchasing power due to inflation and the minimal level of ^^f^^ 
provided in iSe Food Stamp program. Low-income women and chUdren 
usually reed to participate in other nutrition programs m addition to tood 
stamt^ to meet more of their nutritional needs. Because this program 
remains one of the major pubHc programs that acts to promote maternal 
and child health, the Panel recommends that the Food Stamp pra^^ be 
expanded both in numbers of individual, served and m the benefit levels 
forprogram recipients. The program's benefits should be based on a more 
nutriuonally adequate and xt^t^c food plan than now m use Curr«it 
efforts in Congrei to reduce benefits through a more restricuve P^^ 
should be strongly opposed, and program expansion should be paralleled 
by ^go^us effl.4 to ensure that abuses of the program are mimmized. 

Scbod Lunch and School Breakfast Programs 

The largest of the child feeding programs are riiose bas^'in the schools 
The National School Lunch program is currenUy available m . 5 Percent 
of all schools and to approximately 90 percent of all school-age children 
The program indirectly began in 1935 when commodities were fim 
donated u> schools. It officially became a. school lunch Program :n 1946 
Z^^Te passage of the National School Lunch .Act of 1946. The School 
Breakfast pro-am is a much more recent addition to the set of child 
nutrition proems, Bre^ikfasts were inu-oduced in a ?-year P»lot project m 
1967 then made pem^anent in 1975 and extended to all schools that 
applied. At presenl the program is available to 30 percent of all scbool- 
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age ciukiren. although only 3 million children participate daily in contrast 
to the National School I.<tn<A program, which provides lunches for 
approxtmatety 25 milHon children each school day. 

The Vanck strongly supports these school feeding programs. We call 
specific attention, however, to the rdativcfy limited im^ementation of the 
Schooi^ Breakfast |»og;ram, which is aimed at providing food at precisely 
the rt«M> of day when children need it most. Many children come to school 
without breakfast or with an inadequate breakfast. In a 24-hour recall of 
food intake, over 5 percent of children and 10-25 percent of aU teenagers 
reported having had no breakfast (9). Such information is especially 
distress ii ^ given the current view that the most productiye school learning 
ti^ir*Mc i^ace during morning hours and that hunger during' this period can 
seriously impede concentration and classroom participation by youngst«s 
(40). Dc^wtc the potential value of the Sc1k>o1 Breakfast program in 
addressing this issue, it is apparent that many children do not benefit from 
it. By 1979, almost all States had the breakfast program, but only 19 had 
breakfast programs available in at least one-fourth of their schools that 
have the lun<di programs. Despite Federal monetary incentives, net 
program availability has increased by only 15,000 schools since the 
program was made permanent m 1975 (36). 

The reasons for this slow implementation involve numerous State and 
local administrative problems and some local opposition. Administrative 
issues pertain to problems in the simultaneous schcdxiling of breakfast and 
busing* lack of storage and preparation facilities for two meals per day, 
and the financial stress of operating two meal programs. In some 
communities there is disagreement over the level of school responsibility 
in providing food to children and the extent to which family breakfasts 
will decline if breakfasts are offeired at school. Similarly, many school' 
authorities believe that morning feeding of children should be the role of 
the -family, not the school- These are not proWems inherent in the 
program, but rather are issues of local priority and value orientation. 

I>espite such concerns, the Panel finds a great need for the program and 
therefore recominend[s that the major school feeding programs receiy^e 
continued support, and that State leaders especially encourage greater 
local participation in the School Breakfast program. Schools m the low- 
income areas should continue to receive priority for be ginning new 
programs. It is in these schools that the greaisst need for supplements to 
the food received at home is evident. _ 

Since many schools that provide a iunch p-ogram do not offer a 
breakfast program, different incentives may be necessary. Financial 
incentives, such as providing reimbursement for some nonfood costs, 
already exist and should be further emphasized. Consulting services could 
also be provided to help systems modify school schedules to coordinate 
them better with breakfast schedules- At the local level, infoi^tion on 
the benefits of a breakfast program and the number of children who 
would benefit could be used to generate Qommunity i>apport. Because so 
few schools now participate, expansion of the School Breakfast prograni 
may be one of the most cost-effective mearis to increase the amount of 
nutritious food available to school-age children. 



Two other public programs with special relevance should be noted: Ae 
Commodity Supplemental Food Program (CSFP) and Aid to Famihes 
with Dependent Children (AFDC). t_ • 

CSFP distributes food directly rather than providmg vouchers to De 
redeemed in the grocery store, which is the emphasis of WIC. It tends to 
be" oriented to income cUgibility rather than to eligibility based on 

* nutritional risk. There have been no evaluations of f^*^ "^^F^f^Wf 
those performed on WIC although one is scheduled for FY 1981. There 
are some major differences in the design of the two programs— notably 
the absence of a strong health care component m the commodity 

* program— which may produce different effects. As a general matter, the 
Panel urges th&t over time, the Commodity Supplemental Food Program 
become more closely related^ to the provision of preventive and primary 
health care services. 

With regard to AFDC whose cash assistance payments now go to over 
7 miUion of the Nation's cluldren in 3.4 miUion famihes, the Panel is 
aware thkl some critics have suggested that these payments in themselves 
arc enough to cover food costs for low-income children and^ their parents. 
Our rm^gs are different. In 32 States, AFDC payments do not meet the 
fedcraUy determined minimal standard of assistance. Food aUowanccs m 
49 States faU below the Federal minimum for a family of two. and m 53 
States and territories they fall below the Tnin i m u m level for a family of 
four i4iy At present, four-person famihes on AFDC receive an average of 
only $1 620 per year for food- In addition, high inflation is rapidly makin g 
food more expensive and State legislatures arc not incUned to increase 
welfare benefits. These data suggest that in most States, pubhcassistance 
aUowances are not sufficient to provide an adequate diet. 
tirgeat need to increase pubUc awareness of the madequacy of AI^LK^ 
aUov^ces and to enUst public support and commitment to improve such 
aUov^ces so that vulnerable children have access to an adequate diet 
and other basic essentials of life. 



A fourth strategy we suggest focuses on the inadequate national 
commitment to nutrition-related research. Although basic research on 
nutritional requirements of children has expanded m the last years, 
apphed nutrition research has not- ^ 

Three major types of needed nutrition research that have come to the 

Panel's attention are: ^ . . , ^ , 

(I) Better definition and understanding of children s diet, nutnaon 
and health status. Currently, we have only fragmentary informa- 
tion regarding the dietary, nutritional and health status of 
mothers and children. This is partly due to the absence of 
adequate methodologies for coUecting such information, but also 
to a general inattention to these issues. Some standards and 
criteria used to evaluate nutritionaJ status are extrapolated ftmm 
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those designed for adults and may be inappropriate for cliildren. 
• Also we have only preliminary informatidn regarding the impact 
of intervention programs on the nutritional and dietary s\:atus of 
this population, due in part to inadequate evaluation methods 
and inadequate funding for such studies. 

(2> IdcntificsLtion of iadividu^ and family behaviors that increase 
cbUdren's risks of disease, and development of effective strate- 
' aes for helping families to change nutrition-related practices that 
adversely affect children's health status. E>iet and health behav- 
ior arc learned in social settings. It should be possible to identify 
famiUes in which food practices and orientations arc in need of 
improvement- Imaginative strategics must be designed to help 
families gain the knowledge and motivation to alter their 
practices. Further, we need a greater understanding of the 
dynamics of eating pattern development in childhood, including 
research on the relationship of various family structures and 
styles on the food choices of children. Until we imderstand how 
behaviors develop and what influences them, our nutrition 
education efforts with children are httle better than scattershots. 
The effects of advertisements, especially those on TV, on dietary 
habits are particularly important to assess. Finally, we must 
begin to examine systematically trends in dietary intake in order 
to understand the possible pohcies and programs which can 
offset adverse trends and enhance positive ones. 

(3) Ortafer understanding and documentation of the effects of early 
feeding patterns and nutriticnal status on long term development 
and %duli health status. Although the significance of good 
nutrition to lifelong health is incrcasij.j^ly appreciated, more data 
are needed regarding the effects of specific nutrient intalces (e.g., 
cholesterol, salt) on later health. For example, we require more 
- information on the existence of "critical periods" in development 
..with nutritional significance, and the length of time certain 
substances can be ingesteJ beyond which particularly ad^ ..i-se 
effects cannot be reversed. Prospective, lon^tudinal studies to 
develop such a data base are likely to be prohibitively expensive. 
However, innovative, creative analysis of cross-sectional and 
already available limited longitudinal data (e.g., persons evalu- 

' ated in both H ANES I and II studies) may provide some of the 
desired data and suggest appropriate designs for future studies. 
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NEEDED SERVICES . 



In ^ creating this PaneU the Congress asked for reconunendattons 

regarding ^ the appropri ate type and qizanti^ of preventive health care 

and other health services needed by children in general and by particular 
types of children at risk.** We discovered early in our work that one 
overriding question would have to be answered tHrforc we could fulfill this 
mandate or addre^ other issues and problems about which Congress 
sought advice:- What personal health services should be available to 
mothers'and children? 

The Panel firmly believed that its work should be based on an 
understanding of the health care mothers and children actually need, 
rather than on such factors as apparent demand for services. It. became 
dear that until we could define c range of services that should be 
available, 4t would be difficult to determine how best to organize and 
fifiancc health services for mothers and children, to assess provider 
arrangements, review personnel requirements, or to examine any other 
major aspect of maternal and child heiUth care. Furthermore, we felt a 
clear definition of needed services would be Useful to groups such as 
businesses and unions who must decide what type of coverage to seek m 
group insurance plans, to third*party payers who must determine what 
services to cover in their policies, and to child health advocates seeking to 
assess the adequacy of services currently available to their constituencies 
and tc press for needed improvements. For all these reasons, the task of 
defining needed services became a fundamental first step in the PaneFs 
work and served as the cornerstone for much that follows in subsequent 
chapters* 

UNDERLYING ASSyiVIPTIONS 

In developing actual lists of needed services, the Panel was guided by 
several underlying assimiptions. First, we took a broad view in defining 
the types of p>rocedures, care, and actions that should comprise health 
services for mothers and children. As described :n chapter 1, the health 
problems pertinent to mothers and children range from the biomedical* to 
the psychosocial, not only in their causation, but also in their treatment 



and prevention. U is the Panel's view. *"f''«i3jl'*;^'*„J:ry^^^^^ 

need^ by th.s PoP"'"-" ^^^^S sJ^ch L^ounslling^nticipatoty 
medical care, but also a range or serv ces su^ as jf j are 

guidance, and various •"f°""^"2."„VLf-* re if rn Individual cannot 
Sriented to psychosocial ^^l'^JX^;J'-':^,^^t J^^^c^^^ with a 
physically get to a source of needed "^J^^^j^ available in theory 

three are obviously <=<>."^P<>^^"f .^^i^^^^ p^ef's nd^which empha- 
-rd?seli%?e-=a^^^^^ 

^s^^t^ti^^niLTry^lS^^^^ 

°J.iT^lup uf in the domain °f P^^^^^^^^^J^tf'^STo^ tertiary 

-rfe Panel fully ^PP««='«^^' Va\SnTs^^rtd ^ader^ 
and rehabilitauve services. T'''*J^,t."°" iU with an infectious 

services that can be mustered '°^-<='P»;=?'.ni^^ badly i^^ an automobUe 
disease, sufferins from severe bums or '"J-"" ^-^^ ^„ ,11 newborn 
accident, to cite but a few '^^P^'^ ^^l,^^ [m^«tio^ to help the 
is virtually unmatched, and our technological '"""^Jjrr^ Cl^ly, 

physically"^ handicapped ^--^^Jivr^STare ^f^^^l^o^^ o^ 
re-r.-r;.cra-nd-t^^^^^^ - <^ .tct 

^^"ctr=arr:Sd%fsee,rre ^^^^^^ - '^p- 

. A third issue considered by the Pajel <Jf «"^6.n^^..«^--^^ 
«-clt^-«-e.^V^^-^^^^ 

-^ntrhta^r^e '^P^'^M^FH^^^ ^^e-adinr^ 
beal..i care interventions, both P'fventive Aera^^. •'^^^ 
their place in the a™amentar,um of heaJto^^^ P 

Uioughtful pr^tctice and ^"^-"^ ""[^^^r^f h^th services^hat 
efficacy data should not preclude efforts to *^e ^ judgment, 

should'^t^ available to ^^l^Ia^le SSs^hei'e pSSib^ 

prudence, and expenence,^upp^nted by ^ 

. -d"^:;^^. l^ng l^^l^e;^ r^/ucS -ough th, e^ons of a 



number of groups currently at work or proposed by the Panel cAn increase 
'the extent to which health services are science based. 

Another issue confronted by the Panel was the question of the cost- 
efTectiveness of the various services on our lists. In general, the Panel 'did 
not seek to determine the cost-effectiveness of particular services, because 
we believe that cost^benefit and cost-effectiveness analyses seldom 
provide policymakers wi'Ji definitive answers about the value and proper 
role of a given service. Decisions can be informed and assisted by the 
findings of such analyses, but they often rest ultimately an value 
judgments </). Assessing the cost-benefit of counseling to parents of 

^ chronically ill children, for example, will always hinge to some degree on 
the value assigned to providing ^mfort and solai^e. The one exception to 
tnis general avoidance by the Panel of cost-effectiveness analysis follows 
in the discussion of a set of three m^ninum basic services. 

The Panel is keenly aware that a variety of factors such as provider 
arrangements, reimbursement |X>licies, and eligibility criteria will be^ 
decisive in determining the quality and accessibility of the services we 
have designated as needed, and whether they are truly available to and 
used appropriately by mothers and children. For example, if an ixisurance 
policy excludes a needed service in its benefit package^ t.^c chances are 
decreased that the service will be widely used, even if it is important, as is 
the case with dental services; if a hospital discharges new mothers and 
infants vwithout explicitly assuring that they are linked to a source of 
pediatric care, some will join the group of unserved ^hard to reach^ 
people. In the PaneFs view^ the recognition of the influence of such system 
variables should imdergird any discussion of needed services. According- 
ly, much of this report is directed to issues in the organization and 
financing of health services, and the governance structures that influence 

' the health care system. 



LISTS OF NEEOED SERVICES 

Included in this section are lists of needed services developed by the 
Panel and shaped by the views just described. TTie lists draw heavily on 
standards issued by various professional societies and similar lists that 
expert groups have developed in recent years. Principal sources included: 
• Standards of practice issued by the American Academy of 
Pediatrics (AAP) and the American College of Obstetricians 
and Gynecologists (ACOO) (-2—4) 
m The list of needed services contained in the Report by the Task 
Force on Pediatric Education, The F'uturc of PeiUa^tric Educsttion 

m The American Public Health Association's publications, A^nbuht^ 
tory Maternal Health Care and Family Planning Services^ and 
Proposed Benefits To Be Covered on a Pirs ^ DoUar Basis Under 
T^ational Health InsuranceX^* 7) 



. The Institute of Medicine's background paper. iVevent/ve Services 
for the Well Population {8) „ ,. _ li..ih,« Pmonfef 91 
, S>th volumes of the Surgeon General's l^^^!^'%,^'^P^J^l 
I The Canadian Medical Journal Associauon s report. The i'enooic 

. ?h'^'*B^^m^"'proposcd ^"Lifetime Health Monitonng 

. S^g^and Doctors Are Not Enough, published by the Children's 

. ?Se"^ck^"oultd papers prepared for the ^el by Aronson. 

Periodic Screening, Diagnosis, and Treatment (EPSDI) program 

• health service benefits proposed by the Child Health 
Assurance Program (CHAP) legislauon insurance plans 

• The benefits provided by several private heaU*i insurance pi^ 
By corbirS^ and building on'^the perspectives of these var^o^^oups 

the PanS^ believes that a strSng first step has been taken m dc<J~ng 

continuing flow of new scicnmic ' ^ orofSsional judgment 

problems "™^^^lf ^^li^^^^^es^L^s^ s^^^^^ be U^t to 

concerning mterpretauon ot ^"rKV appropriate grour« that we 

rrerdTf"t4"thT^V:t:.ra?^thri:,a?d on ^ealih services 

^"l^t^ng the lists, several important ^vea« -"'L^P'^'^'^ 
should be k%. in mind: F>-i,^-.}'!.V2^^o^-LlW™p^^ 
preceded by P^^^J^^f^^'^^^^n Z.X serviS must be 
SSTe ^ t^in^titSfaS'd 't^rSit^^a^unt age. stage of development. 
^i?StlTpi-nt Hsk. - fonh^^e are n^^ 

.^;?if^^e-an^d3;'*^fg-r;tr|l m^^^ ^-^'^-y^ 
individual. Second, the lists also use d.e pl^a^ . ^^^o 

S^nenis^^ttr^^^^^^^ 

for inclusion. For example, the tof-'^ Jhra^ "to include"— 

counseUng— which in the list are preceded by the phrase ^*?^*=^"^*: . 
counseling X p , essentially a minimum set- Third, the lists 

fnTen"^-n:^i;^.:^.not2t£f5^^ 

A A D Ar^nCr are most adequate at present for those services lor wnn-u 

^^^^^r^rA -rhe^br^M^^y^dftS"^ 

mental boundaries *«J'f^ of many other lists of services 

^^^^r^ogSt 'i^^era^ScSity of si'cb compartmentaliza- 
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Health ^services for Women of Reprodiictir.^ Age» With a 
Special Focus on Service Relevant to Reproduction 



I. Services for nonpre' nant women th^t relate to the occurrence and 
course of future prcj^nahcy 

A. Diagnosis end treatment* or referral and foUowup of general 
health problems, both acute and chronic^ that can adversely affect 
future pregnancy, fetal development, and maternal health such as: 

1* Sexually transmitted dises^es 
2* Immune status (such as rubella) 

3. Gynecological anatomic and functional disorders 

4. Organic medical problems such as renal and heart diseases, 
hypertension, diabetes, and endocrine problems 

5. Inadeqtiate nutritional status, including both imder- and 
overweight 

6. Problems relating to fert v 

7. Oenetic nsk (see I D) 

8. Significant dental problems such as pel A^ontal disease 

9. Occupational exposures 

B. Diagnosis and treatment^ or refe«.*al and foUowup of mental 
health and behavioral problems, both acute and chronic^ that ccn 
adversely affect pregnancy, fetal development, and maternal 
health such as: 

K Alcohol abuse, drug addiction or abuse, other substance 
abuse, and cigarette smoking 
y 2. Significant mental disorders such as schizophrenia and 
depression 

C. Comprehensive family planning services, including: 

1. Information, educatiocE, and coimseling regarding family 
planning concepts and techniques, and other issues such as 
the imj^ortance of prenatal care, and risks to mother and child 
of childbearing at extremes of the reproductive age span 
^ 2, Physical examination, including breast and pelvic examina* 
tion, as indicated, and tests such as a Papanicolau smear, O.C. 
culture, urinalysis, and serological examination as appropriate 



^Services for both acute Mnd chronic medical conditions includr inpatient and outpatient services, clinic 
and physician ofHce services, emergency services^ laboratory and X-ray services, provision of prescribed 
drv^S and vaccines, niedical supplies, and rehabilitation services. 

^Services for bo acute and chronic mental health conditions include inpatient and outpatient hospital 
services, lon^term p^chiatnc care, clinic and physician office services, counseling and anticipatory 
gtiidancc* crisis ustervention services, laboratoiy services, and provision of prescribed drugs. 

^Nntriticr. services include screening-assessment of nutritional rUatus; dietary counseling to assist people 
to meet tfaetr normal and therapeutic nutritiotsaX needs; nutrition education; and provision of, or referral 
Co, resources needed Co improve or maintaiji nutritional healtlt, that is, supplemental food i**^* t»r%r^ 
special feeding equipment, and food service programs. 

^Home health services mdudc the provision of medical, nursing, dietary^ and rehabihtative services ii* 
the home: bome n ak er services including assistance for the family m routine household responsibihtics 
when illness or disability interferes with such functions. 
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3. Provision of family planning methods and instruction regard- 

4 ?^^^<^i^sting with attendant counseling and referrals as 
' appropriate (including prenatal services, adopuon. and abor- 

5. ?iS^rtiliiy services, including counseling, information, educa- 
tion, and treatment . - c * ill. 

6 Sterilization services, includmg counsclmg, mformation, euu 

O GcnSf J^ninT^a '"elated services as needed to detect persons 

' at risk, with counseling and referral asappropnatc 
E. Hoihe health and homemaker services** 

II. Services in the prenatal period 
A. Early diagnosis of pregnancy 

R CounseliM regarding plans for pregnancy contmuauon 

^"^r^Vse^lecufg'^to carry^o term. "^--^.^^ P^^^^^^^^ 

of prenatal care and of adopuon services if mdicatcd, reterral 
to childbirth preparation classes as desired 
2. For tho*e electing abortion, referral to and P^<>^^'<=^" ^^^^f' 
. or second trimeter abortion, includmg family planning 

counseling 
C Prenatal care services including: 

1 History (general m Meal, social and occupational, family and 
gencti7 bickgrouna, health habits, previous pregnancies, and 

2. G^^T^n^^^ exaxninatio. including blood pressure, 
heiehl and weieht, and fetal dcvciopment 

3 Ll^ia^ry tes!s as appropriate, such as VDRU P^P^«>1^" 
s;^e^r, G C. culture hemoglobin-hematocnt, urinalysisfor 
sugTr and protein, Rh detemnination and irregular antibody 
scree^ne, blood group determination, and rubeUa test 

4 SS^cSS and trStm^enf or referral and foUowup of gener^ 
heaS problems, ooth acute and chrome. Pr^'^f^^^S 
aSing during the prenatal period, that can adversely affect 
pregnancy, fetal development, or maiemal Jealth 

5 D^?S2^ and treatmeJil^ or referral and foUowup of men^ 

problems, both acute and chrome, preexistmg or 
- aSing during the^ prenatal period, that can adversely affect 
pregnancy, fetal development, or maternal hcalxii 

6 -NuStio2a asscssment*^d services- as needed. Provision of 
vitamin, iron, and other supplements as ^PP^°P^^.^^ . 

7. Dental services with special attention to detecUon and 
treatment of periodontal disease - . «^ ^«««c^l 

8 ScrecninR, d£gnosis (includiiig amniocentesis), and counu^l- 
S^^^oUo^p for select^ fetal genetic defects (such as 
nelr^ tube def^ts, EX>wn's syndrome, Tay-Sach's disease 
and sickle cell disease) ^^ i th abortion services available 

9. S^^ t^ identify and manage high-risk pregnancies to 
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include provisioii of appropriate prenatal and perinatal care 
services for labor, delivery, and newborn care 
10. Counseling and anticipatory guidance with foUowup and 
referrals as needed regarding:' 

a. Physical activity and exercise 

b. Nutrition during pregnancy, including the importmcc of 
adequate but not excessive weight gain 

c. Avoidance during pregnancy of sznold&g. alcohol, and 
other drugs; and of ' environmental hazards including 
radiation, hazardous chemicals, and various workplace 
hazards 

d. Signs of abnormal pregnancy and Of the onset of labor 

e. Preparation of the wotpan (and her partner where appro- 
priate) for labor and deUveiy, including plans for place of 
delivery and feelings about use of anesthesia 

f. Use of medications during pregnancy 

g. Infant nutritional needs and feeding practices, including 
breast-feeding 

h. Child care arrangements 

i. Parenting skills, including meeting the physical, emotional, 
and intellectual needs of the infant, with specific appraisal 
to detect parents at risk of chilr abuse or neglect 

j. Planning for continuoxxs and comprehensive pediatric care 
following delivery, including arrangements foe a pediatric 
antenatal visit to link the family to pediatric care 

k. Emotional and social changes occasioned by the birth of a 
child, including changes in marital and family relation- 
ships, the special needs of the mother in the postpartum 
period, and preparing the home for the arrival of the 
newborn 

I. Other relevant topics in response to patient concern 
D. Home health and homemaker services** 

III. Services in the perinatal and postpartxmi periods 

A- Assessing the progress of labor and the condition of the mother 
and fetus throughout labor 

B. Medical services during labor and delivery For diagnosis 
and management of conditions threatening the mother and/or 
infant, including the availability of a Caesarean section when 

indicateti ^ • , - r- t * * 

C. Oelivery of the baby by a quaUfied professional in a facility that 
has services needed to manage medical emergencies of the mother 
ar.d/or newborn, or has ready access to such services 

D Diagnosis and treatment* or referral and foUawup of general 
health problems, both acute and chronic, preexisting or arising 
during the perinatal and postpartum periods that can adversely 
affect the mother's child-caring abilities 

E- Diagnosis and treatment'* or referral and foUowup of mental 
health or behavioral problems, both acute and chronic, preexisting 
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or arising 'during the perinatal and postpartunci periods '(including 
maternal depression) that can adversely afTcct the mother's child* 
caring abilities 

F. Counseling and anticipatory guidance with referrals and followup 
as needed regarding: 

1 . Infant development and bei*avior 

2. Infant nutritional needs and feeding practices, including 
breast-feeding. 

3. Automobile restraints for infants and children, and general 
accident prevention concepts (especially home accidents and 4 
accidental poisoning) 

4. Infant stimulation and parenting skills, with specific appraisal 
to identify parents at risk of child abuse or neglect 

5. Need for am* importance of immunizations 

6. Effect on children of parental smoking, use of alcohol and 
other drugs, and other health-damaging behaviors 

7. The importance of a source of continuous and comprehensive 
care for both mother and child, including identification of 
available resources to help with such problems as illness in the 
newborn or breast-feeding difficulties 

8. Recognition and management of illness in the newborn 

9. Hygiene and first aid 

10. Child care arrangements 

11. Other relevant topics -hi response to parental concern 

G. Home health and Hbmemaker services * 

' H. Routine postpartum examination, with referrals and followup as 
needed, inct^oing: 

1 . Laboratory services as appropriate 

2. Family planning services 

3. " Counseling as appropriate regarding the topics .noccd in III F 

above and other relevant topics in response to parental 
concern 

IV. Health education regarding such topics as: 

A. Items in^II(C)10 anJ III F above 

B. . E>eveloping positive health habits 
CI \jsing health services appropriately 

D. Using community health resources such as the SupplcmcntaJ 
Food Program for Women, Infants and Children (WIC), food 
stamps, welfare and social services that bear significandy on 
health status 

V. Access-related services: 

A- Transportation services as appropriate including 

I. Emergency medical transport services for both mother and 
newborn 

2- Transportation services associated with a regionalized pcrina- 

.tal and/or tertiary care network 
3. Transportation services that facilitate obtaining needed health 

services 
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B. Outreach services 
V C Hotline, translator. an4 24-hour emergency telephone services 

D. Child care services tc facihtate obt^ning needed health services 



Health Services for Infants in the First Year of Life 

I. Services in the neonatal period 

A. Evaluation of the newborn infant immediately after dcUvcry and 
institution of appropriate support procedures such as nasal<oral 
suctioning 

B. Complete physical examination, including length, weight, and 
head circumference 

C. Laboratory tests to screen for genetically-determined diseases 
including PKU, hypothyroidism, and galactosemia 

D. Diagnosis and treatment" or referral and foUowup of general 
health problems, both acute and chronic 

E. Preventive procedures to include 

1. Gonococcal eye infection prophylaxis 

2. Administration of vitamin K. 

F. Services of a newborn intensive care unit as appropriate 

G. Nutritional assessment and services^ and supplementation as 

needed . . 

H. Bonding and attachment support activities including provision for 
extended contact bej- • * » parents and their infant immediately 
after delivery and,< wt».?re desired by the parents, rooming-in 
arrangements or the equivalent 

I. Arrangements fof continuous, comprehensive pediatric care for 
the newborn following discharge from the hospital 

J. Home health services* 

I I . Services dxiring balance of first year of life 
A. Periodic health assessment to include: 

1. History and systems review (general medical and social, 
family and genetic background, with items of inquiry deter- 
mined by age, developmental stage, and likelihood of poten- 
tial problems) ; 

2. Complete physical examination to include: 
a- Height and weight 

b. Head circimiference 

c- Developmental-behavioral assessment 

d- Vision and hearing evaluation 

3. Screening and laboratory tests as indicated, including hemo- 
globin-hematocrit and tuberculin skin test; and, for infants at 
risk, such procedures as lead poisoning, parasite, and sickle 
cell screening 

4. Nutritional assessment and services^ and supplementaUon as 
needed (including provision of such supplements as iron and 
vitamin D,. and fluoride if community water supply is not 
fluoridated) 
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B. InununizatidDS according to nationally recognized standards 

C. Diagnosis and treatment* or referral and followup of general 
health problems, both acute and chr«. mc 

D. Home h;^lth services** 

III. Services for families during infanu' first year of life 

A. Counseling and anticipatory gmdance with referrals and foUowup 
as needed regarding: 

1 . Infant development and behavior 

2. Maternal nutritional needs, especially if breast-feeding, and 
infant nutrition^ needs and feeding practices 

3. Automobile restraints for infants, and general accident 
prevention concepts (especially home accidents and acciden- 
tal poisoning) \ 

4. Infant stimulation and parenting skills, ^th specific appraisal 
to identify parents at risk of child abuse or neglect 

5. Need for and importance of immimizations 

6. Effect on children of parental smoking, use of alcohol and 
other drugs, and other health-damaging behaviors 

7- The importance of a source of continuous and comprehensive 
care for mother and child, including id^tification of available 
resources to help with such problemat as sudden illness or 
breast-feeding diflicultics 

8. Recognition and management of illness 

9. Hygiene and first aid 

10. Child care arrangements 

1 1 . Othcfr relevant topics in response to parental concern 

B. Counseling and provision of appropriate treatment*-*^ and/or 
referral to appropriate services (including home health and 
homcmaker services^ ) as needed for parents: 

1. Who have chronic illnesses, handicapping conditions, alcohol 
or drug problems, mental health problems (including mater- 
nal depression), or other health problems that seriously affect 
their capacity to care for the infant 

2. Whose infant is seriously ill 

3. Whose infant has a chronic illness or handicapping condition 

4. Whose infant is or is about to be hospitalized 

IV. Health education regarding such topics as: 

A. Items in III A above 

B. Developing positive health habits 
C- Using health services appropriately 

D. Using community health resources such as WIC, food stamps, 
welfare and social services that bear significantly on health status 

V. Access-related services 

A- Transportation services as appropriate including: 

1. Emergency medical transport services for both infant and 
mother 

2- Transportation services associated with a regionalized perina- 
tal and/or tertiary care network 
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3. Transportation services that facilitate obtaining needed health 
services 
B- Outreach services 

C. Hotline, translator, and 24-hour emergency telephone services 

D. Child care services to facilitate obtaining needed health services 



Health Ser>ices for ChUdren (From 1 Yeat to Eariy 

Adolescence) 

This list combines services for chUdren from age 1 to early adolescence. 
Obviotisly, some of the items apply primarily to either older or younger 
ChUdren (such as counscUng regrrdi-**; use by the child of cigarettes m the 
former case and initiation of the mumps, measles, and rubella immuniza- 
tion series in the latter). 

I. Services for children 

A- Periodic health assessment to include: 

1. History and systeris revi'-w (general medical and social, 
family and genetic backgroimd, with items of inquiry deter- 
mined by age, developmental stage, and likelihood of poten- 
tial problems) - 

2- Psychosocial history, including peer and family relationships, 
and school progress and problems 

3. Complete physical examination to include: 

a. Height and weight, including attention to overweight, 
underweight, and poor linear growth 

b. Etevelopmenta'. and behavioral assessment 

c. Vision, hearing, and speech evaluation 

4. Screening and laboratory tests as indicated, including hemo- 
globin-hematocrit and tuberculin skin test; and, for clrildren 
at risk, such procedures as lead poisoning, parasite, and 
sexually transmitted disease screening 

5. Nutritional assessment and services^ and supplementation as 
needed (including provision of such supplements as iron and 
vitamin D. and fluoride if community water supply is not 
fluoridated) 

B- Immu-iizations according to nationally recognized standards 

C. Diagnosis and treatment* or referral and followup of general 

health problc-rns, both acute and chronic 
r>. Diagnosis ^ -d treatment** or referral and followup of mental 
health problems, both acute and chronic, including emotional and 
learning disorders, behavioral disorders, alcohol and drug-related 
problems, and problems with family and peer group relationships 

E. Counseling and provision of support services as needed to 
children with chronic illnesses and/or handicapping conditions 

F. Dental services, both preventive and therapeutic, including oral 
examination, prophylaxis. X-ray, fluoride supplementation if 
community water supply is not fluoridated, restorations including 
flUings, orthodontia for significant physical or psychological 
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impairment, and treatment of dental problems including perio- 
dontal disease 
O. Home health services** 

II. Services for children and their families 

A- CounseUng and anticipatory guidajice with referrals and followup 
as needed to child and/or parents as appropriate regarding: 

1. Nutritional needs including food purchase and preparation, 
routine dietary needs, and the importance of a hi^-quality 
diet 

2. Automobile restraints for children and general accident 
prevention concepts (cspeciaDy home accidents, acadental 
poisoning, and sports injuries) 

3. Parenting sidlls, with .specific appraisal to identify parents at 
risk of child abuse or neglect 

4. Need for and importance of immunizations 

5. Medical and child care arrangements for child 

6. Dangers of use by children and effects on children of parental 
smoking, use of alcohol, and other drugs 

7. Physical activity and exerci&c 
S. Hygiene and first aid 

9. l>ental health 

10. Childhood antecedents of adult illness 

11. Child development (including; sexual maturation and adjust- 
ment, and developmental and behavioral difficulties) 

12. Environmental hazards 

13. Other relevant topics in response to child and/or parental 
concern 

B. Counseling and provision of appropriate treatment services^** 
and/or referral to services (including home healthy and home- 
maker services**) as needed for parents: , 
I . Who have chronic illnesses, handicapping conditions, alcohol 
or drug problems, mental health conditions (including mater- 
nal depression), or other health problems that seriously affect 
their capacity to ca.^ for the child 

2- Whose child is seriously ill . 

3- Whose child has a chronic illness or handicapping condition, ^ 
or a significant bet^avioral or emotional problem 

4. Whose child is or is about to be hospitalized 

III. Health education regarding such topics as: 

A. Items previously mentioned listed in II A 

B. Developing positive health habits 

C. Using health services ap>propriately 

D. Using community health resources such as WIC, food stamps, ^ 
welfare and social services that bear significantly on health status 

rv. Access-related services ' 

A- Transportation services as appropriate including: 
1 . Emergency medical transport services 



188 




2. Transportation services associated with a regionalized tertiary 
care network 

3. Transportation services that facilitate obtaining needed health 
services 

Outreach services 

C. Hotline, translator, and 24-hoiir emergency telephone services 

D. Child care services to facilitate obtaining needed health services 

Health Services for Adolescents 

Services for adolescents 

A. Periodic health assessment to include: 

1. Medical history and systems review (genenJ medical and 
social^ family and genetic backgrounjU v%'-'th items of inquiry 
determined by age^ developmental si^ge, and likelihood of 
p>otential problems) 

2. Psychosocial history, including school progre^ and problems, 
out-of-school activities, peer and family relationships, and 
health*related habits, including sexual activity and use of 
alcohol and drugs 

3. Complete physical examination including: 

a. Height and weight, with special attention to deviations 
from normal growth curves 

b, Developmental and behavioral assessment, including sexu- 
al development 

c- Vision, hearing, and speech evaluation^: 

4. Screening and laboratory tests as indicated, including hemo- 
globin-l^^^niatocrit and tuberculin skin test; and, for adoles- 
cents at risk, such procedures pjs lead p>oisoning, j>arasite, and 
sexually transmitted disease screening 

5. Nutritional assessment and services^ and supplementation as 
' needed 

B. Maintenance of immunizations according to nationally recognized 
standards 

C. Family planning services with availability of extensive counseling 
for the adolescent, partner, and family as appropriate; and 
education on, among other topics, the importance of early 
prenatal care and risks to both mother and child of childbearing in 
early adolescence 

D. Diagnosis and treatment* or referral and followup of general 
health problems^ both acute ^ otd chronic 

E* Diagnosis and treatment^ or referral and foUowup of mental 
health problems, both acute and chronic, including emotional and 
learning disorders, behavioral disorders, alcohol and drugrrelated 
problems, and problems with family and peer group relationships 

F. Cotmseling and provision of si^port services as needed to 
children with chronic illnesses and/or handicapping conditions 

G. Dental services, both preventive and therapeutic, including oral 
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exaiioiiiation, prophylaxis. X-ray. Huoridc supplementation if 
community water supply is not fluoridated, restorations including 
fillings* orthodontia for significar^ physical or psychological 
impairment, and treatment of dental problems including perio- 
dontal disease 
H. Home health services^ 

II. Services for adolescents and their families 

A. Counseling and anticipatory guidance with followup and refer- a is 
as needed for the adolescent and-^or parents as appropriate 
regar^iing: 

1. Nutritional needs, including the importance of a high-quahty 
diet and the risks associated with fad diets 

2. Automobile restx^unts and general accident prevention con- 
cepts, including sports injuries 

3. P^chosomatic complaints such as those associated with 
family and school difficulties 

4. Dental health 

5. Smokingi» use of alcohol and other drugs 

6. Physical activity, exercise, and sleep 

7. Relationship of hcMth-related behaviors in adolescence to 
adult illness 

8. Sextial development and adjustment, male-fcmalc relation- 
ships, and family life 

9. Future plans, including school and vocational plans ^ 
10. Other topics in response to adolescent and/or family concern 

B. Coimse?ing and provision of appropriate treatment services 
and/or referral to services (including home health and home- 
maker services**) as needed for parents: 

1 . Who have chronic illnesses, handicap>ping conditions, alcohol 
or drug problems, mental health conditions, or other health 
problems that seriously affect their capacity to care for the 
adolescent 

2- Whose adolescent is seriously ill 

3. Whose adolescent has a chronic illness or handicapping 
condition, or a signi*icani behavioral or emotional problem 

4. Whose adolescent is or is about to be hospitalized 

HI Services with special relevance for pregnant adolescents choosing to 
carry a pregnancy to term and keep the baby, and for very young 

parents ' , 

A. Special attention to prenatal services directed at detecimg and 
preventing low-birth-weight infants 

B. Indcpth counseling regarding 

1. Family and partner-spouse relationships 

2. Home management and family Ufc with an emphasis on 
preparation for parenthood 

3. Vocational and educational plans 
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4. Management of stress associated with caring for babies and 

young children 
6. Financial planning ^ 

C. Spepial educational arrangements as needed to assist the pregnant 
* adolescent and young mother- to remain in school and/or obtain 

needed job skills 

D. Support services such as infant and child day ca:e, home health 
and homemaker services,** crisis intervention, psychological sup- 
port services, and services to link the young mother and family to 
community resources as needed (such as WIC and welfare 
programs, housing assistance, community mental health centers, 
vocational counseling and educational agencies, and food stamps) 

rv. Health education regarding such topics as: 

A. Items in II A above 

B. Developing positive health habits 
C- Using health services af>propriately 

Dl Using community' healdi resources such as WIC, food stamps, ' 
welfare and social services that bear significantly on health status 

V. Access-related services 

A- Transportation services as appropriate including: 
I . Emergency medical transport services 

2- Transportation services associated with a regionalized tertiary 
care network 

3. Transportati6n services that facilitate obtaining needed health 
services 
B- Outreach services 

-C. Hotline, translator, and 24-hour emergency tcl^honc services 
D- Child care to facilitate obtaining needed health services 



MAJOR CONCLUSIONS 

In developing the needed services lists, the Panel reviewed data 
regarding the incidence and jH-evalence of the healtb problems of infants, 
children, adolescents, and women of reproductive age; the relative 
benefits of the interventions available to prevent and treat such problems; 
the availability and utilization of health services by this population; and, 
as Aoted above, similar lists developed by other groups. SucH analysis and 
the process of compiling the lists themselves led us to three major 
conclusions. First, three broad classes of primary care services — prenatal 
care, deUveiy, and postnatal services; comprehensive health care for 
cduldren through age 5; and family planning services — should become 
unxveisally available without delay. Second, four additional groups of 
services are aiso especially important and are not now adequately 
available: mental health and related psychosocial services; dental ser- 
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vices* ccncdc services; and access-related services. Third, Congress should 
cstabhsh a Board on Health Services Standards to serve a variety of 
functions aimed at improving the content, quality, and availabihty of 
health services for mothers and children. 

Minimum Basic Services 

A finding of preeminent importance is the Panel's conclusion that there 

regarding their effectiveness and their importance to J^.^^"^' 
^ould io longer be considered acceptable O^at an .'^"^^.'^^^^^^ 
T^ess to them fo. any reason, because of rmancial barriers; «^ 
r^Lg from the ti^e; place or manner in which thr 
provid^; inadequate personnel capacity; or other reasons, i nese services 

are: . , 

(1) orenatal, delivery, and postnatal care ^. ^ ^ ^^ < 

(2) ^mpi^ensfvc hcaith care for children from birth through age 5 
iTi family planning services 

The Panel has concluded that it is unconscionable for a ^^^^.^"^ 
ours to have any of its members need these services yet not <>^^ 
^Zlarly beZuse the components of these services are we// "°<Jf«^ 
^^entiaUy noncontrove^. their lifelong beneficial impact on healUi 
^l^iSuteWe, W they are ofvirtuaUy equal value and necessity 
s^Sts of the popidadon irrespective of income, geographic 

'"^tlJa^^rSS a Sed for the cor tent of and standards of qua^^ 
for ^dhof these service clusters to be clearly defined. At a minimum, such 
SSSSn\Sl be needed to implement many of the speoTic sug^^ 
oSnSdned in later chapters, particularly our su^estion that ^^^^ 
G^v^ent. and the^States develop new and dear 
r^nsibS^ for assuring the availability of ^^^^^'^""J^^ 
^^fore r^mmands that, bs a first priority, the Public JJg^^ 
(PHS) promulgate standards for the content, P^o<hapr, and 
itee t£ee baS clusters of services, for use by the Federal Govemmimt, 
^%t^^^te andpubUc third-party payers, voluntary groups, pubhc 
pA2^ pSS^ practitioners and all others ^^^^^^^^J^^J'^'^S or 
m^t^gtbe deUvery of these services. In so domg, the Pubhc Hwdth 
Service should rely on the appropriate V^^^<^^^^f^Z^^ 
health expertise within PHS itself (particularly the Office of Maternal and 
Child HeSath and the Maternal and Child Health Admmistta^on ^2^^ 
be formed as proposed by the Panel in chapter 11), the Nation^ Center 
for Health Care Technology, the Institute 6f Medicire-National Academy 
of Sciences, consximcr and advocacy groups, .md other bofJies as 

^^?^SSinize that the content of each of the three clusters is quite 
variable m actual practice today, and that in only a fcw settmgs does each 
service include all components itemized in our hsts. For example, prenatal 
care services frcquehtly do not include information, educ^tion^ and 
counseling on many of the items enumerated m the hsts, despite the 
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probability that careful guidance to pregnant women about avoiding such 
harmful substances as tobacco and alcohol may be one of the most health- 
promoting components of prenatal care. In the short run, the Panel finds 
acceptable an approach in which the current, conventional norms 
governing the content of each of the three services be considered adequate 
for the purpose of promulgating siandards as recommended above. As a 
long range goal, the Panel urges that all efforts — such as reimbursement 
policies, curricula for training personnel who will be involved in providing 
maternal and child health care, and standards of quality as developed by 
both public and professional groups — be directed to improving and 
expandii^ the content of each of the three sets of sewices in the more 
con^rehenstve direction embodied in the lists. 

In chapters 6 through 9, a series of recommendations are made for 
helfmig to ensure that all individuals have access to these services. These 
recommendations are based on the Panel's finding that the principal 
barriers to obtaining the services lie in the way our health system is 
structured. In some instances, assuring the availability of these services 
will require removal of financial barriers to obtaining care and new ways 
of or^nizing the delivery of care with an orientation to outreach and 
access-related services, sucii as revitalized home visiting. In others, what 
may be needed is a more vigorous commitment to improving and 
expanding existing systems — as in family planning^ which is currently 
delivered through a pluralistic system adiequate for those it reaches but 
whidli needs to t-e expanded to accommodate those still in need. It is also 
apparent that a major nationwide campaign to help inform and educate 
individuals on the importance of these services and how to obtain them 
will be criticaL In chapter 3, the influence of the media in conveying such 
-information is noted, and some broad principles of health-related 
behavior arc described. These themes are directly app^cable to reaching 
the goal of assured availability for these three services. Personal actions 
and Voices wiD alwaysjremain a major variable in, for example, whether 
or not a woman se^cs and obtains prenatal care <*^jly in pregnancy, even 
in the best of circumstances. ThuS'a major campaign to explain the nature 
and benefits of these services and to motivate individuals to use them will 
be essentiaL 

In the sections that follow, these three services are discussed in terms of 
their effectiveness iii promo.i^2 child health and well-being, and the 
unmet need' for such services. We reiterate our view that for any individual 
to be in need of these services yet not able to -obtain them should be 
considered unacceptable, and fieiteratc that reaching unserved groups will 
probably require system changes direrted primarily at increasing access to 
such services. Selected cost-effectiveness information is also included, 
although the Panel did not use dollar savings a§ the screen through which 
'it selected theslTSirce clusters of services for priority attention. It happ>ens 
that these services are liigihly cost-effective. More important in the Panel's 
view, however, is their indi^utable contribution to health promotion and 
disease prevention, the value attached to them by individual providers and 
consumers, and the distressing fact that these services are not fully 
available to all individuals who need them. 
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PreiuKtal, Delivery, and Poatnatai C«rc 

. The Panel finds services associated with pregnancy, childbirth, and the 
immediate postpartum period to be essential, but not yet available and 

accessible to all who need them. i ' w »u ^^i'^ut 

The effectiveness of prenatal care m reducmg low birth H)« 
most important predictor of ilhiess or death in early infancy and of the 
need for neonaial intensive care-has been so well denaonstrated in 
various weU-controlled studies that even the most skepucal reviewers of 
the health services literature would agree that this form of preventive care 
is one of our most valuable in promoting child health. Given no prenatal 
care, an expectant mother is Ihree times as likely to have ^ low-birth- 
weiRht chUdTThrcc-quarters of the risks associated with low birth weight 
can be evaluated in a first prenatal visit, and interventioiis can be taken to 
help reduce such risks. 1 urthermorc, late care or no care is associated with 
increased prcmaiurity rates, increased stillbirths, an-i increased newborn 
mortality. In 1977, neonatal, post-neonatal, and infant death rates were 
four times higher for patients with no prenatal care than those receiving at 
least some care. Infants bom to women experiencing complications of 
pregnane'^ such as toxemia and infections of the uterus have a four to five 
Um^hi^ier mortahty rate than others. For mothers with such medical 
conditions as diabetes, hypertension, or kidney and heart disease, there is 
a higher risk of bearing babies who wiU not survive their first year. Such 
risks can be reduced by competent, early medical care ( 75). 

Additional data supporting the value of prenatal « -e were recently 
cited in the Surgeon General's report. Healthy P^^-_ ,n izi H«ttb^ 
From 1950 to 1977, infant mortahty dropped from 30 to 14 deaths 
per 1.000 live births. Although some of the improvement was due to 
Seater availabUity of regionahzed intensive care umts for newborns, 
better prenatal services have clearly played an important role. 

Maternity and Infant Care (MIC) Projects (which provide 
prenatal services as a high priority) have consistenUy been as^- 
Ttcd with declines in low-birth-weight incidence and infant 

J ™?r^*miiingbam, Alabama, for example, after the MIC project 
beean in 19^prenatal clinics available for low-income pregnant 
women increased and the proportion of women ^^^^^^SPf^^^ 
care during the first trimester rose from 24 percent m 196S to 39 
percent in 1978. Although a direct cause-andnsffect relauonship 
^nnot be determined, infant mortality in ^^^^"^ f^^^Jl'l'^^. 
deaths per 1,000 Uve births in 1965 to about 14 m ^^^T-andrnfa^t 
deaths during the fir t month of life went from 19 to 10 per 1,000 hve 
births a 47 percent decrease ( /5). / , , . ^ 

Interestingly, the precise components of prenat^ *^J?f *cl^W 
dramatic differences in reproductive outcome have not t>«^^*^!y 
idenSied The lower risk undoubtedly is assoc iated witli some aspects of 
mSSal and obstetrical services, especially for ^igh-risk condiuo^^t^ 
also highly likeb' that the counseling of expectant mothers on potenn^ 
^bl^ for the fetus that m-.y be caused by smoking, alcohol ose, and 
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pobr nutrition — and referral when necessary to suitable services — is a 
major contributor t6 the efTectiveness of prenatal care. 

Despite the value of prenatal visits, fully one-quarter of all pregnant 
women receive" late, little, or no carc^ This percentage is significantly 
' higher for certain groups, including the very young, women over 40, black 
women, the jpoor, the iinmarried. the "poorly educated, and those in rural 
populations. As we noted in chapter I, these are the groups most likely to 
be at high risk of a poor pregnancy, outcome even without ih^^urden of 
inadequate prenatal care. Data from 44 States suggest that 25 percent of 
the women who gave birth in 1977 had no prenatal care in the first 
trimester.' Moreover, in New York City during the same year, 22 percent 
of all pregnant women had no prenatal care at all or none until the last 
trimester. In central Harlem this figure was 30 percent ( i6). Furthermore, 
about 70 percenvof expectant mothers under age 15 receive no care during 
the first montJfe of pregnancy, 'the period most important to fetal 
development: 25 percent of their babies are premature, a rate three times 
^ that for older mothersK'5>. Thus, despite the essential natur e of prenatal 
care, it is apparent that many of the Nation's most vulnerable women do 
not receive such care early enough or, in some instances, at all. 

Prenatal care is often associated with helping to assure the physical 
health of an infant. Such care is also related to the prevention of certain 
conditions that may later lead to mental disability and to the early 
detection and treatment of other mental health problems. Thus, the 
President's Commission on Mental Health lists comprehensive prenatal 
(and early infant) care first among its recommendations to implement a 
strategy of prevention, especiaUy for high-risk groups such as very yoimg 
mothers and those with important medical problems such as diabetes ( / 7), 

The health services associated with Childbirth and the immediate 
postpartum period are also included in this set of essential services. The 
Panel urges that we recognize there are some women — often living in rtxral 
areas or inner cities, and typically poor — who are still not adequately 
linked to the he Jth system at the time of pregnancy and childbirth. At 
present, about 98 percent of all births occur in ho^itals; but the women 
who comprise the remaining 2 percent are not all women who have chosen 
the home birth option (IS). Some women g^vc birth without adequate 
assistance or care and have not had the advantages associated with early 
identification of risk factors likely to complicate the delivery and/or the 
health of the infant. For them and their infants, childbirth can be a risky 
event. Indeed, although the decline in maternal mortality in this century is 
dnc to a variety of factors, the" contribution of health services surrounding 
childbirth to reducing such mortality is dear. Thus, we must not only 
increase" the availability of prenatal care, but must also <ass«u-e that women 
have access to delivery services tliat are appropriate to their level of risk 
and to their personal preferences. 

Postpartum services form the final component of this set of services and 
complete the «ni«iTriiiTn basic set of essential services associated with 
childbearing. We call special attention to the 6-week postpartxmi checkup 
that typically includes family planning scrvices. 
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Heafith Care to Infants and Preschool Children through 

The value of competent, comprehensive health care for infants and 
young children in1>roViding a basis for Ufelong health is <=|.«^ 
Paners view, of equal importance to maternity care.^In the area of 
prevention especially, children are uniquely fortunate in the utn^or 
Srcctive preventive service:, available to them in these early years. Some 

^^^^^^thl^^frc^^g tests for such conditions as phenylketonua ia (PKU) 
and congenital hypothyroidism can detect significant health problems 
that, if x^detected *ijad improperly managed, can lead to senous advene 
heaUh outcomes such as mental retardation. Long-term exp<;nence witto 
screening programs for PKU indicate the success of ^^PJ^'JFJ^'^ 
detecting chUdren for whom a dietary change will mean the difference 
bemeen normal functioning and mental relardatipn. TJP^p????^^!^ 
clearly cost-effective and have proved" readUy feasible. The PKU pro-am 
stands as a model for the development of screening s«viccs for other 
diseases and disorders that can be identified at birth. Similarly, recent 
experience with universal newborn screening for thyroid disease has 
demonstrated that this simple procedure is efficacious and clearly cost- 
effective (20). Screening tests, including prenatal ^lag*^' 
avSable for the early detection 6f sickle ceU disease. Mortahty cam. be 
reduced by e:ir!y det^tion, and therefore screenmg for siclcje cell d^««se 
in the first yea; of life should be a component of every black infant s 

^^^S^'neonatal care also includes intramuscular administration of 
vilamin K to prevent the bleeding that occasionaUy occurs m a^^^™- 
and instUlation of an appropriate solution to ^e eyes to prevent serio^ 
eye infections, some leading to blindness, that might occur if the mother 

^^^^ims in infancy and childhood are among the^est and most 
effective measures for disease prevention, ^ijiespread vacjnna^^^^ 
eliminated smallpox and led to marked d^cbnes m the incidence of 
diohtheria, measles, whooping cough, poho, n^bella, and tetanus. 

?^^rSrms of early inW^ention are abo effective, ^^^r «ujmpte^ 
detection of hearing impairment— suffered by approximately 10 percentof 
uT^^^d^en-and^prompt attention to an infant's communication n««^ 
dramatically reduces the serious secondary consequences of h^armg la^ 
including possible inhibition of cognitive and language development. As a 
expert panels have recommended that cta^dren who meet 
soecified criteria receive fuU audiological assessment between 2 and 6 
^^ar%c and periodicaUy ther^ter.. The importance of detecting 
^ordefeS-affe^g closi^ to 20 pefcent of children-is equally 

'^^^rs^^r^^^^^^y<>^S children in urban areas for l«.d 
po^SST^d tubeSSlosis is also of great value. Since the discoveiy .nj^ 
Sid-1950's of serious environmental endenu^ lead poisomng, child health 
professionals, long aware of the devastating effects of lead po^omng. have 
Srged employment of the relatively simple procedures needed to sample 
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lead in the eaviromnent and detect lead leveU in individuals. Koutine 
preschool exanunations can include screening for markers of lead 
poisoning and, if a problem is detected, lead to appropriate management. 
Similarly, screening for tuberculosis is efficacious and easily performed. * 
Although the incidence of tuberculosis has dropped considerably in the 
past 20 years, the disease is still common in some communities, 
particularly where there is overcrowding. Furthermore, new immigrants to 
the country have often been exposed to tuberculosis in their countries of 

origin^ . 

Various* measures of maturation and developmental assessment go hand 
in hand with screening and immunization activities. Serial measurements 
of height and weight, properly recorded for ease of comparison, are the 
most objective indicators of normal or abnormal physical- growth. Failiu-e 
to grow ai the usual rate for a specific age, height, and body type may be 
the first indication of serious difTlci^. For example, abnormally rapid 
growth in head circumference early in life may be a warning of 
hydrocephalus, and slow growth in heao circumference may indicate 
failure of brain developments Other findings that deviate from the normal 
may also be an indication of future problems. Hypertension, Which can 
now be recognized in infancy, may in children and adolescents occasion- 
ally be an early sign of serious renal, vascular, or endocrinologic disease. 
Although it is not yet known whether therapy dtiring childhood will alter 
the prognosis for primary hypertension, or what the precise relationship is 
between childhood and adult hypertension, it is prudent to be aware of 
each child's status imtil current studies provide predictive and therapeutic 
direction. 

Delayed development in gross motor, fine motor, adapuvc, lang»iage, 
and personal-social areas may indicate only nomud differences in rates of 
development or may «uggest a wide variety of serious problems, some of 
which are amenable to intervention. No single method for testing 
development has been proven superior. However, careful developmental 
appraisal and subsequent diagnostic studies may uncover sensory defects, 
muscular or neurologic disease, or emotional deprivation. 

Another preventive service which in the Panel's view is of enormoxis 
importance is counseling and anticipatory guidance to parents of 
preschool children. Elsewhere in this report, such issues as accident 
prevention for young children,--infant stimulation, and the importance of 
sound nutrition in early life are discussed and their role in child, health 
outUne<^ The significance of these health topics cannot be overempha- 
sized, nor the value of helping parents care for their children 
effectively be overstated. 

The case for prompt, early treatment of young children is as conipelling 
as that for primary preventive services. No preventive health examination 
or screening is complete unless treatment is obtained for identified 
problems. Indeed, the distinction between treatment and prevention at 
this life stage is somewhat artiftciaL Most significant health problems that 
arise in this period have lifelong consequences if not effectively managed. 
Untreated otitis media can evolve into conduction deafness; neglected 
strep infections can develop into rheumatic heart disease or n^hritis; and 
untreated tooth decay can lead to loss of teeth. Thus,.tieatment services m 
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childhood arc often preventive services when viewed over the full life 

spun. , .... 

One treatment service with major preventive implicauons is neonatal 
intensive icare. a service that should be fully available to all newborns. In 
the past, infants bom seriously ill and/or of very low birth weight often 
died; those who did not were at high risk of suffering deficits in both 
mental and physical development. With the recent introduction of 
neonatal intensive care, however, such risks have declined significantly. A 
1980 paper developed for the OTA concluded: . . Over the past 10-15 
years, or since neonatal intensive care methods have been applied, there 
has been a dramauc improvement in [the] survival of low-btrth-wcight 
newborns, and most of the survivors are normal. . . . The widespread 
application of neonatal intensive care appears to have played a major part 
in producing the improved survival as ^^'cU as the improved physical 
condition of very low-birth-weight infai^ts [in ^cccut ycarsj." This paper 
also noted that rising birth rates and the high level of risk factors such as 
teenage pregnancy, smoking, and low socioeconomic status associated 
with low birth weight arc likely to create an increasing need for intensive 
medical care of the high-risk newborn over the next decade ((-2 / ). 

The central message to be drawn from this brief survey of services in the 
first years of life is simple: early infancy and young childhood arc critical 
life stages during which vulnerabilities are great and the possibilities for 
helpful health care interventions numerous. If a child is helped to mature 
through this period safely, with preventable health problems avoided, with 
others identified .and managed as early as possible, with effective measures 
such as immunizations taken to avoid later health proWems, and with the 
nurturing capacities of his or her parents developed and supported, the 
young person's chances for a healthy childhood and adulthood are 
increased dramatically. 

Nonetheless, many children do not have access to the care they need. 
As recenUy a* 1976, a third of all children under 10 were not properly 
protected against seven major childhood diseases, and in the following 
year rubella cases for children under 15 years increased by 63 percent, 
measles cases by 39 percent and whooping cough cases by 115 percent. 
Since then, as noted in chapter 1, these percentages have been cut 
significantly, due in large measure to the highly eflFectivc Childhood 
Immunization Initiative. 

Although the immunization story is at present a hopeful one. other 
measures of child health status and use of health services are not so 
reassuring. For example, data from the EPSDT program of Medicaid 
demonstrate that the stereotype of children as imiformly healthy is untrue, 
particularly for the poor children touched by this program. The Children s 
I>cfcnse Fund study of EPSDT concluded: . 
One thing screening data make clear is that most children screened 
by EPSOT are suffering from health problems and desperately need 
the services of EPSDT. Nationally, for every three screenings, two 
conditions needing foUowup care were found ( /2). 

Common problems that were not being cared for included dental 
problems, low hemoglobin levels, vision difficulties, chrome upper 
respiratory problems, elevated lead levels in the blood, genitourinary 
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infectioiis, heanng f^blcms, sldn problems, parasites, orthopedic prob- 
lems, prohlcxsis with the heart and circulatory system. Specific 
measuxes in selected States are-^especially troubling. In 1978, for example, 
34 percent of the cbQdrcn screened in Louisiana had a vision problem, 3.5 
percent of the children screened in Coimecticut exhibited signs of lead 
poisoningi and a Aiil 90 percent of the children examined in Mississippi 
had demonstrable dental problems 

Cost-effectiveness for the clxislcr of services typically utilized in the first 
several years of life is difficult to calculate, primaiily because such services 
are actually a combination of many individual interventions, each of 
which would have its own cost-effectiveness ratio. The research that would 
be need^ to a^ess fully the costs of providing none of these services is 

.. neither ethical nor feasible. However, for selected individixal services in 
these eariy years, such as immunizations and screening for such conditions 
as PKU and coiigenital hypothyroidism, the cost-effectiveness data are 
impressive; some are presented in chapter 1 . Even neonatal intensive care 
'services — with-^an average cost estimated to range as hi^i as $40,000 — 
have been judged cost-effective. The OTA report mentioned earlier 
concluded .that neonat&i intensive care is cost-effective for infants over 
1,000 grams and may even be so for infants weighing less than 1,000 ^-ams 
(21'). We caution, however, that the methodological complexities of such 
calculations are great and that in this area as in many others, cost-benefit 
anafyses are of limited value. More to the f>oint is the fact that, in the 
aggregate, sijcrvices to preschool children are low-cost items, not only in 

-absolute^, terms, but also in terms of their long-term benefits to health. 

. Fandly Ptanzung Services 

■ ■ - * ■ • 

It is obvious that a child whose birth is eagerly awaited has the best 
chance of getting a healthy start in life. A wanted child is far more likely 
than an unwanted one to enter a loving, nurturing home environment that 
encourages healthy growth and development. Similarly, a woman who 
welcomes her pregnancy will probably adhere to the health practices 
necessary to increase the chances of a successful pregnancy outcome. Few 
would question, therefore, that every child should be bom wanted and 
loved; most American^ now feel that pohcies assuring the availability of 
faxmfy planning should be^endorsed as a means to that -end, 

A vc^uminous body of research indicates the timing of a birth (when the 
inother is neither too 'young nor too old), adequate intervals between 
births, and family size limitations are closely related to better maternal 
and infant health. Infan^ mortali^, low birth weight and stillbirths can be 
reduced through family plaiming (22; 23). For exanq>le, it has been shown 
that almost a third of the reduction in the'U.S. infant mortality rate 
. between 1965 and 1972 resulted from shifts in the timing and spacing of 
births and, hence, firom individual family planning decisions (24). A study 
of low-income 'Maryland women found the greatest decreases in infant 
mortality occurred in areas that had made the most progress in serving 
• women, in need of family planning services (2S). 

Family planning '^•^ also contribute to a woman's, health. Having a 
large number of children is freqtiently detrimental to a mother's health, 
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and women bearing a fifth or higher order child experience maternal 
mortality rates as much as twice as high as do women bcanng a second, 
third or fourth child. Women giving birth in their teens or after the age of 
'^5 rxm increased risks of death and complications such as toxemia, 
Eclampsia, and hemorrhage. Too short an interval between births also has 
a deleterious effect on a woman's physical, mental, and emotional well- 
being (26). J , , 
The use of contraception to prevent unwanted pregnancy has gamea 
wide acceptance in the United States. By 1976, 9 out of 10 married 
Americans were using some method of contraception or had been 
surgically sterilized (27). There was also increasing use of contraception 
by sexually active unmarried persons as growing numbers of young 
working people, teenagers, divorced and separated persons sought to 
prevenfunintended pregnancy. With the advent of the pubUcly supported 
family planning programs: the ^ap in contraceptive use between nch and 
poor, and blacks and whites has narrowed signiilcanUy and aU segments 
of the population have come closer to achieving their desired family size 

Despite the great value of family planning services, it is apparent that 
there still is an unm'et need for such care. Although xinwanted and 
mistimed childbearing has declix-ed substantially in recent y««re> ^\^^^ 
presenis a serious problem for many Americans. An estimated 2.8 miUion 
unplanned premancies occur each year, half of them teruuniited by 
abortion (29). Almost 16 milHon women at risk of unwanted pregnancy 
are not receiving the health care necessary for the safe and effective use of 
contraception. Three miUion of the&r women have low or marginal 
incomes and 1.8 miUion are teenagers who need sub»idii:ed care (30). 

Family planning r^rvices are essential not only to meet remaining 
unmet needs, but also to sustain the abiUij' of those ahcady practicmg 
family planning to continue doing so. From a public policy pomt of view, 
the value of continuing and expanding family planning services through a 
variety of provider arrangements in both the pubUc and private sec: or is 
indisputable'. (See chapter 7.) 



Service £>oinaiiis of Special Priority 

The second major Panel finding that emerged in the process of 
developing our lists of needed services^ is that four addiuonal groups of 
services merit special attention. These include: inental health and related 
psychosocial services, dental services, genetic services, and ri^vioes that 
promote ac«^ to care. Although each has unique attributes, they have m 
common not only their importance to health but also the fact that they are 
not now adequately available, especially to some of the groups most m 
need of them, and that they have not been accorded suiTicient prommenc« 
in current views of the essential components of maternal and child health 
care services. By singling them out for sp>ecific discussion, the Panel hopes 
to strengthen the national consensus regarding their value m health 
promotion. 
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Mental Health and Related Psychosocial Services 

Mental health services and services related to psychosocial issues are 
prominent in the lists of needed sendees developed by the Panel. This 
emphasis is based on the evidence that mental disorders and psychosocial 
problems are signiHcant components of the total burden of illness m 
children and their families, and the fact that the profile of child health 
needs has shifted significantly in recent years. Whereas survival concerns 
and the threats posed by infectious diseases were nhe central focus of child 
health in the past,' we are now confronted by a challenging blend of 
problems with interwoven psychological, social, environmental, and 
organic components. 

Although precise estimates of the prevalence of mental disorders in 
children are difHcult to make due to various methodological and 
definitional Umitations, mental healtti problems in children are sufficiently 
common to constitute a major concern in any discussion of child health. 

For example (Ji): 

• Surveys of general jX>pulations show that the overall prevalence of 
persistent and socially handicappiojg mental health problems in 
children aged 3-15 years is about 5—1 5 percent. 

• Conduct disorders and impairments or delays in development 
may affect up to 10-percent of boys 7—10 years old. 

• Mortality due to suicide in adolescents 15-19 years of age has 
increased from 3 deaths per 100,000 in 1950 to 10 deaths per 
100,000 in 1977. Estimates of attempted suicide range as high as 1 
out of every 1,000 adolescents. 

« Psychotic disorders appear in childhood — autism, for example, 
occurs in about 3 or 4 children out of every 10,000. 
In addition to such direct measures, an additional set of broader social 
indicators suggests that a large proportion of children are imder 
significant emotional stress and at risk of developing mental disorders. 
For example: 

• Each year, approximately 1 chUd per 1,000 under 4 yeare of age 
suffers serious injury initiated by parents, and about 1 in 10 of 
these injuries proves fatal (^/). 

• By conservative estimates, at least 2 miUion, children have severe 
learning disabilities that, if neglected, can have profound mental 
health consequences for the child and family (32). 

« On any given day, 20,000 youths are in some kind of criminal 
detention; adolescents are involved in more than half of all serious 
crimes reported in the United States. (5). 

« Some 11,000 girls under 15 become pregnant and give birth each 

year (30). ^ ^ . 

In the face of such evidence, the Panel is deeply concerned that mental 
heilth and related psychosocial services be fuU> available and adequately 
valued as major components of health services directed at child health 
promotion. The Nation's commitment to improving and extending 
medical care services must be matched by equal attention to assuring that 
a range of high quaUty mental health and psychosocial services is 
available, including hospital-based and ambula-oiy mental health ser- 
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vices, long-term psychiatric care, counseling and anticipatory guidance 
provided in many settings, crisis intervention, and related services. 
Further, special attention miASt be given to eli mina ting major gaps in 
services. For example, mental health services for adolescents are clearly 
inadequate, despite the widely shared recognition that behavioral prob- 
lems — including accidents, homicide, and suicide — are among the most 
significant burdens in this population and in some instances are 
increasing. v 

We also call special attention to the need for closer integration of 
mental health and general health services for children and adolescents and 
indeed for the fuU population, particularly at the primary care level where 
so many child health issues are managed. This perspective is based on a 
growing appreciation of the inseparability of mental health and physical 
health. It is increasingly well recognized, for example, that the benefits to 
an infant of a warm and caring environment are expressed in both 
physical and emotional well-being; that various psychological stresses in 
childhood can be linked to such somatic problems as insomnia, gastroin- 
testinal disturbances, and headaches; and that nutrition-related disorders 
such as anorexia nervosa are based largely in psychological and emotional 
difficulties. Moreover, it is apparent that the propK>rtion of children seen in 
the general health care sector having behavioral, educational, or social 
problems is much higher than has been generally assumed. One recent 
study of seven primary care facilities detected at least 5 percent and as 
many as 15 percent of the children seen in 1 year in all but hospital 
teaching facilities as having such problems (33). It is also apparent that 
such children typically remain in the general health sector for mental 
health care. In chapter 7, the Panel discusses the implications of this 
intertwining of mental health and physical health services for the 
organization of care for children. 

Although we focus on formal and definable professional services in that 
section of our report and in the discussion that follows, it is also important 
to recognize the great importance of personal and social support systems 
in maintaining menta! health and preventing the development of serious 
mental and emotional disabilities. When we have problems, most of us 
initially turn for help to families, friends, neighbors, schools, religious 
institutions, self-help groups, and voluntary associations. Without impair- 
ing the autonomy, natural strengths, and effectiveness of these supports, 
public policy must be designed to enhance their ability to contribute to the 
mental health children and families. 

In the brief sections below, we take up the special need for mental 
health and related ps>'chosocial services of children who are mentally 
retarded and those with serious physical handicaps or chronic illnesses, 
and the importance of anticipatory guidance. 

Spccml Focus — Mental Health Sccxnccs for the Mentally Retarded 

Each year, an estimated 100,000 children are bom who will be identified 
as mentally retarded sometime dviring their lifetime, and approxiinately 
one-third of all mentally retarded persons sufTer multiple handicaps, 
including mental illness, epilepsy, cerebral palsy, and other disabilities. 
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Some 200 known causes (and untold otbcrs) precipitate mental retarda- 
tion, of which genetic defects, biological diseases, birth i^^f** f^*i 
psychological or social deprivation are the most common. The level ol 
di^biHtyranges from barely noticeable to a profound inabihty to tbmic or 
rcOTond to one's surroundings (34). . 

Beinfi mentally retarded does not mean that mental illness is also 
oresCTLt nor that it will develop; but it is also true that the incidence ^ 
ianotional and mental problems is higher among the mentally retarded 
than among the general population. For some mentally retarded individu- 
als—approximately 2 miUion of whom are 18 or under— mental health 
service are an essential part of the total range of services needed to 
xnaintain an optimum level of functioning. When mental illness is present, 
it may be acute or chronic, mild or severe. Traditionally, these people 
have "fallen through the cracks." They have, unfortunately, been 
neglected by both the - icntal health and mental retardation s>rstems. 

The reasons for thii. are complex, but include the gradual separation of 
the mental retardation system from the mental health system in the last 20 
years; the frequent lack of knowledge of mental health professionals and 
primary care physicians about mental retardation; the fact that, at times, 
mental retardation has been confused with mental illness, leading to 
public misunderstandings and in^propriate services and systems; and^ 
tendency to think that mentally retarded persons cannot benefit from 
various behavioral interventions. Too often, the mentally retarded child or 
youth is shuffled among mental health, mental retardation, and correc- 
tional institutions. Some States report that only limited service arc 
available for mentaUy retarded persons in local commumty mental health 
ciinics. Others note the low priority given mentally retarded persons m 
local clinics and the frequent referrals to State hospitals. 

The Panel concurs with the President's Commission on Mental Health s 
Liaison Task Panel on Mental Retardation that a high priority l>e given to 
improving the deUvery and accessibiUty of mental health services for 
m^tally retarded persons. In particular, we urge that the National 
Instimte of Mental Health be given special rcsponsibiHty for assurmg tl^t 
federally funded mental health programs give adequate attention to ije 
treatment of emotionally disturbed mentally retarded^ children. The 
implementation of the Community Mental Health Systems Act represents 
an ideal vehicle for this purpose. . 

As is the case for all famiUes having a child with severe problems, 
support services to the family of mentally ,r',arded individuals are also 
most important. The emotional impact for parents of havmg a men^y 
regarded child cannot be minimized. Such an experience may exacerbate 
l^c anxieties in parents and may represent a mental health problem for 
which help is warranted. Their needs require a special sensitivity and 
understan<Ung of the meaning of having a mentally retarded child. Many 
parents need help to cope with the many practical problems of raismg a, 
retarded child as weU as with their own emotional reactions to this 
burden, especially if they are maintaining the primary responsibihty of 
caring for their mentally retarded child (54). 
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special Focus — Mental Health Services for Children with Serious 
Chronic Illnesses and Handicapping Conditions and Their Families 



The importance of mental health and related psychosocial services for 
children with serioiis chronic illnesses or handicapping conditions and 
their families is almost self-evident. This issue is discussed here and also in 
chapter 8 within the broad context of increasing the cr r»rdination of 
services. A chronic illness or handicapping condition creates problems for 
the individual and the family that can often be eased and managed with 
appropriate help. For the child, the stresses are not just related to the 
specific problem (e.g., malaise, pain, or other physical symptoms or 
disabilities). They are also related to the frequent hospital admissions and 
the treatment procedures some individuals require (medical and sorgiical), 
the changes in the emotional climate of the family, and the possible 
limitations on peer and other social interactions. There are also pressures 
that relate to specific health problems. For example, a child with a seizure 
disorder may fear loss of consciousness or uncontrollable strange 
behavior; hemophiliac children must restrict their physical activity and 
are constandy concerned with avoiding injury; and children with chronic 
renal disease must handle frequent hemodialysis, possible kidney trans- 
plantation, as well as the side effects of the immun osuppressive drugs. 

Counseling services play an especially critical role in the management 
of selected chronic illnesses. In children with diabetes, for example, 
emotional stress or problems — and even the ordinary pressures of daily 

life can lead to noncompliance with the therap)eutic r^imen, manifested 

by omitting insulin injections, falsifying urine test reports, eating indiscri- 
minately, not exercising, or not keeping appointments. Education and 
preventive psycholo^cal counseling can minimize such problems. Unless 
the child and faniif> are helped to ease the pressiu^ associated with 
noncompliance, there may be increased crises, need for hospitalization, 
and pKKsibly other complications (55). 

A Teccnt study confirmed the value of coimseling for chromcaliy ul 
children. Each of 20 lay coxmselors was assigned to several families having 
a child with a chronic physical disorder. These counselors provided a 
variety of services ranging from direct counseling of the child and family 
to such support services as advocacy, service coordination, and transpor- 
tation. At the end of the first year, an evaluation of the program revealed 
that **. - . of the 50 children in the counseled group, 33 (60 percent) showed 
improvement in pwychological status, compared with only 17(41 percent) 
of the 42 controls who were not counseled- Conversely, only 33 percent of 
the study children showed a worsening in [psychological status], compared 
^th 52 p>ercent of the controls." The physicians of the children also noted 
the value of the counseling programs. "^Of 19 doctors, 17 observed some 
direct benefit from the programs to families and were able to cite si>ecific 
examples: improve relationships within the family, more regular atten- 
dance at appointments, greater compliance with instructions and closer 
ii«lf<s with the school and other co mm u ni ty agencies** (36). 



Many of the adjustment problems faced by chronically ill and 
handicapped children are exacerbated by adolescence, which suggests a 
special need for the availability of mental and psychosocial services at this 
stage. In early adolescence, cognitive development has progressed suffi- 
ciently so that the future begins to assume definite shape, and the 
impUcations of chronicity become very |x>tent. This realization can result 
in a variety of responses, from greater determination to adapt successfully, 
to depression and noncompliance with various medical regimens- Further, 
some conditions such as muscular dystrophy and cystic fibrosis continue 
to deteriorate through childhood so that by adolescence the child may be 
more dependent on others for basic care. This increased dependency, at a 
time when greater independence is expected, can be very difficult for both 
the handicapped child and the family. 

The family often requires specific support. The problems presented to 
parents by a chronically handicapped child are special because they 
demajid that the family acquire certain knowledge that other families do 
not need. They must learn, for eieample, about special diets; about 
financial resources and the complex processes for securing them; about 
now to explain to school teachers what their child^ can and cannot do; 

and not the least important — about how to manage their own feelings, 

frustrations, and disappointments. The financial costs to a family, both 
direct and indirect, are also a source of stress. Furthermore, parents 
usually cannot turn to friends and neighbors for help and information, 
because they are not familiar with these problems or because they react 
adversely to the handicap. 

In this connection, we also note the importance of suppHDrUve care to 
parents of very prematxire infants. Although such infants are not usually 
handicapped or chronically ill as discussed here, their early birth and 
often precarious situation in their first weeks of life put great stress on the 
parents that, if not eased through appropriate coimseling and help with 
practical problems of caring for such infants, may have a negative 
influence on parent-infant attachment and on future parenting compe- 
tence (37). 

The need to bolster the family in these varied circumstances is great. 
The most important factor in determining whether handicapped children 
are more likely to experience emotional or behavioral probjems than 
normal children appears to be the level of family functioning, and that can 
often be strengthened by appropriate supports. If, in spite of the handicap, 
the family is able to provide a fairly stable, supportive, caring environment 
for the child, he or she is less likely to develop maladaptive patterns of 
behavior. 

Special Focus — Ajitrcipsttory Guidance 

Included in our lists are a number of services labeled anticipatory 
guidance, long recognized as a major component of pediatric pracuce. 
Thc Panel singles out this service for special mention because, although it 
is often thought of as a *soft sen>ice" (i.e., difficiUt to define precisely), we 
share the widespread c onsensus that anticipatory guidance is an essential 
part of the health services needed by mothers and children. Although the= 
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specific topics vary by age of the child, the parents* need for clear and 
reliable mformation regarding various child-rearing issues and for a 
sympathetic and informed advisor when problems arise remains great. 
Indeed, many pediatricians in practice will report that such guidance and 
coimsding to parents is one of the most important components of the care 
th^ offer. In the course of routine wdl-child care, for example, parents 
frequently require information regarding infant feeding, minor behavior 
problems, and general growth and development. Such issues are typically 
handled by the provision and exchange of information leading to 
enhanced parent understanding, confidence, and competence. Such 
guidance is especially helpful to parents in handling temperaniental 
differences in children, unrealistic expectations, and unfounded anxieties. 
Anticipatory guidance to parents regarding, for example, accident 
prevention and home safety are essential components of prevcntion- 
. oriented care for young families. Similarly, in the practice of obstetrics, it 
is difficult to overemphasize the value of guidance to a pregnant woman 
about, for example, how to recognize the onset of labor, the use of 
medications during pregnancy, and ways to avoid exposure to various 
environmental risks i38, 39"). In our view, such services are critical 
components of care, and we urge that research on such services be 
increased so their effectiveness can be better documented. We note, 
however, that to establish the value of such services will require sustained 
attention to developing new outcome measures appropriate to such 
psychosocial interventions. This issue is taken up at greater length in 
chapter 13^ 

Dental Services 

' Dental caries is the primary cause of tooth loss through young 
adulthood, and 55 percent of children in jimior high school and 65 percent 
of high school students have periodontal disease. According to the 
American Oental Association, by age 17, eight or nine permanent teeth 
have decayed, been filled, or are missing and 97 percent of this coimtry's 
' poor children need dental care. By age 35, the average American has lost 5 
teeth and has 11 more attacked by caries. Thirty-three percent of the 
elementary school children aged 6-11 in the United States have two or 
more decayed teeth. In addition, for this same age group, the total 
Decayed, Missing, Filled (DMF) Index for permanent teeth is 1.7 per 
child; the incidence and prevalence of caries as measured by DMF for 
adolescents (age 12-17) rises about 1.0 DMF tooth per year with the 
incidence of caries in adolescents being twice that of younger children. 
- With regard to periodontal disease— which is a progressive, destructive 
lesion of the dental supporting apparatus and the primary cause of tooth 
loss in persons over 35-:^results of the Health and Nutrition Exa min ation 
Surveys conducted in 1963 and the early 1970's indicated that gingival and 
periodontal disease treatment and decay treatment constitute the major 
areas of dental treatment needs when all ages and sexes are compared on 
an aggregate basis. Moreover, aU agree that it may beg^ in c h ild h ood or 
at puberty. Both caries and periodontal disease are progressive illnesses 
that ultimately result in the loss of teeth when left untreated. 
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The most distressing aspect of these prevalent problems is that most 
oral diseased are preventable; the oral health of adults is determined to a 
large extent by the preventive and treatment services they receive as 
children and bv the oral hygiene practices and dietary habits they develop 
during childhood. Principal strate^es to promote oral health of children, 
and thus the full population over time, include fluoridation of wa.ter 
supplies:* the use of a variety of fluoride supplements such as fluoride 
tablets, mouthrinses, self-applied fluorides, and fluoride toothpastes (see 
chapter 2); limiting the availability to children of foods and snacks that 
encourage tooth decay (see chapter 4); education about oral health 
generally and individual rcsponsibiUty in particular for maintaining oral 
health: and a variety of professional dental services embracmg preventive, 
therapeutic and restorative care {40-42). 

It is apparent that none of 'iiesc strategies are being pursued 
adequately. The picture is particulirly discouraging with reject to- the 
availability and use of professional dental services, including those 
associated with the proper use of various fluoride supplements. For 
example, the United States National Commission on the International 
Year of the Child, in its 1980 report to the President, stated that 47 percent 
of children in the li^nited States under the age of 12 have never been to a 
dentist for care (4j[>;yMany factors in both the pubUc and private sectors 
contribute to this dismal figure including: ^ 

• I -ack of a national focus on the promotion of dental health. 

« L^ck of systems to assure foUowup dental treatment for cliildren 
screened in the major federaUy supported screening program. 
Under the current EPSDT program, only 25 percent of those who 
are screened are actually referred for dental treatment and only 
about 20 percent of those eUgible under the program are actuaUy 

screened (44). ,11.1 
« L^ck of inclusion of dental services in major health plans, 
especially the lack of fcderaUy required dental beneH'^ in 
Medicaid. Indeed, at present. Medicaid dental benefits that exi:»t 
at State initiative r»re often being reduced. 

• I^ck of clarification of the role of hospitals, neighborhood health 
centers, public health clinics, and dental school clinics in the 
delivery of comprehensive dental services. 

In chapter 7, we recommend a program for delivery of selected dental 
services to all school-age children. Given the extraordinary immet need m 
the dental area, and the clear effectiveness of preventive dental services, 
the Panel assigns a very high priority to this proposal. 

Dental treatment has been cited as one of the greatest unmet health 
needs of the Nation's handicapped children, particularly those m custodial 
institutions. Three groups in special need of care are the mentaUy 
handicapped, physically handicapped, and the medically compro mv s cd— 
those with diabetes, arthritis, epilepsy, heart conditions, and hemophilia. 
It has been estimated that only 10-25 percent of the Nation's practicing 
dentists are willing to treat certain kinds.of handicapped patienis m ibe 
private office setting. Yet, in many cases, eyen they are imable to do so 
either because of the seriousness of the handicapping condition, or other 
reasons such as architectural barriers (42). Established mstitutional 
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focilities sncbras ho^tals and dental school clinics should play a greater 
nAc in provision of dental services for severely handicapped children and 



Oenetio diseases arc amockg the most widespread and burdensome 
afflictions confronting contemporary society,. An estimated 6 percent of 
the, population, or 12 million Americans, suffer from diseases involving 
disorders of the hereditary material, the genes and chromosomes, and 
genetic disorders account for a significant percentage of the severe mental 
retardation in the United States. Genetic disorders are present in nearlj;^ 5 
percenr of all live births and each married couple in the United States has 
a 3- p ercent chance of having a chilo afflicted with a genetic disorder (45, 

According to the National Genetics Foundation, over 2,000 genetic 
diseases have been identified. The incidence of these conditions varies. 
For example, Tay-Sachs, which inevitably and painfully kills children 
afnicted with the disease by age 5, is rare among the general population 
but relatively common among Eastern European Jews; the incidence of 
spina bifida (<:^>en spine defects) and anencephalia (absence of a brain) is 
estimated at 2 per 1,000 births; and the incidence of I>own*s syndrome 
(mongolism) is closely correlated with the age of the mother and is 
estimated to occur in 1 out of 800 infants bom to women age 30. 1 out of 
280 infants bom to women age 35, and I out of 40 infants bom to women 
aged 40-44 47, 4S). 

According to the Second Annual Report on the Administration of the 
National Sickle Cell Anemia, Cooley's \^emia, Tay-Sacbs, and Genetic 
Diseases Act issued by the National Institutes of Health: 

The costs — boUi economic and social — of genetic disea s e are 
enormous. The cost to society of ca rm g for those suffering from 
E>own*s syndrome, for example, which is manifest by mental 
retardation and whicis has an estimated frequency of one in 1,000 
births, is approximately $1.7 bilUon annually. On the other h a nd , the 
estimated medical bill for a child with Tay-Sachs disease ranges 
from $2O,O0O to $40,000 per year for the 3 to 5 year average life span 
of sudi a child. Csure for all Huntington's disease patients ranges 
between $110 and $125 million annually, and treatment for a 
hemophilia patient averages about $12,000 per year. However 
extreme the financial cost may be, it pales in comparison to the 
emotional in^pact on affected^ individuals and families (45). 
' In the face of this burden of genetic diseases, a range of services has 
evolved, . often called "genetic" services, that typically includes genetic 
screening and testing, counseling, and treatment. 

Amniocentesis is an important component of screening and diagnostic 
services. About 100 of the 2,000 genetic disorders that have been identified 
can be diagn osed in a4ictus-during^the^econd teimestcr of jwc^gnancy ( /5). 
A pregnant woman at risk of carrying a fetus aifnictcd^with a- serious 
genetic disorder because she has delivered a previous affected child, has 
been diagnosed as' a earner, or is over 35 (and so runs a greater than 
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average risk of bearing a child with Down's syndrome) may undergo 
through anmi<S«ntesis between the 16th and 18th weeks of 
pregMncy. IiTthe small number of cases where a severe abnormahty is 
fbundUhe option of terminating the pregnancy may be considered- 

Another recent advance in the prenatal detection of genetic disorders 
has resulted from the high correlation between elevated levels of alpha 
fetoprotein (AFP— an important protein in the developing fetus) m the 
mat^nal bloodstream and were neural tube defects in the fetus, S^um 
AFP levels can be detected by a simple maternal blood test foUowed by 
SSoratory analysis. Tests, finding elevated AFP levels are then Allowed 
by amniSentes^ to confirm the presence of a fetal defecu Although AFP 
is used extensively as a screening technique in ^« ^^J^ff^f J?^ 
technology is still in the developmental stages in the Umted States. The 
Food and EhTig Administration currently is considermg approvmg hmit«l 
domestic use of AFP testing with restrictions designed to assure the 
procedure's efficiency and safety. It is criticaUy important to the 
responsible use of AFP testing that standards and procedures be 
established to guide laboratories in their analysis of matem^ serum as 
well as health providers in their special responsibihties m offering and 
providing the test. It is distinctiy possible that, with lapid advances m 
[cchnology, additional simple and reliable tests for the detccuon of many 
eenetic cfisordcrs could be readily available in the foreseeable future. 

Genetic counseling is an important component of gencUc services, and 
can be defined as a communication process that attempts to help ^e 
affected individual or family to (1) comprehend the medical facts 
reeardine a genetic disorder, including the diagnosis, probable course of 
the disorder? and the available management; (2) appreciate the way 
heredity contributes to the disorder, and the risk of recurrence in spec^ied 
relative; (3> understand the alternatives for dealmg with the risk ot 
recurrence; (4) choose the course of action that seems appropriate m ^acw 
of the risk, the family's goals and ethical and rehgious ^^^^^ 
act in accordance with &iat decision; and (5) to make the b^t po^bl^ 
adjustment to the disorder in an affected fanuly member and/or to the 
Ssk of - recurrence of that disorder. The range of problems for which 
counseling is provided is broad. Included are d^'-^l^/^^f gj^^^ 
simple g«^e abnormalities, multifactorial interactions, and 
def^. Many conditions for which genetic counsehno xs providedwill i>c 
less weU defined genetically and include recurrent spontaneous abortion, 
^tiple malfbrti^tion syndromes, or unclassified mental retarda^on. 
Other issues include questions about the consequences of consanguinity, 
premarital counseling, genetic evaluation of children placed for adoption, 
imd exposure to drugs or radiation before and during prc^ancy (45?). 

Because of the health, fmancial, and emotional benefits of the emerging 
field of genetic services to both individual families and society as a whole^ 
sufficieift facilities, programs, and adequately trained personnel tnust be 
available to accommodate the increasing need and demand for services, in 
recognition of the compelling case for increased genetic services. Congress 
inl^ enacted the National Sickle Cell Anemia, CooK^s Anemia, Ta;^- 
Sachs and Genetic CHsease Act (changed in 1978 to Uie Nauonal GeneUc 
biseases Act), Title XI of the PubUc Health Services Act, which 
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autlionzed SSO millkm a year to pay for statewide programs of amniocen- 
tests, genetic screenings ^^in^^^t^g and treatment. However^ the $8 million 
fonding of this program in 1980 still falls far short the $30 million 
audiorized by Congress and of the SIS million estimated by the >4ational 
March Oimes Birth Defects Foundation to be necessa r y to provide 
adequate prenatal genetic screening services for all those needing them 
iSO% Without the State progrstins and cytogenetic lab facilities that were 
expected to be funded under this act, services cannot be extended to many 
in need. 

Data on^the use of amniocentesis suggest how great such unmet need 
might be. Although no definitive national data exists it has been estimated 
that only 20,000 of the 150,000 pregnant women over age 35 who each 
year are at high risk of bearing a child afflicted with Down^s syndrome 
t e c^ ve amniocentesis (5/). There are many reasons for such low 
utilization, including costs of the procedure and the limited nimiber of 
facilities and personnel able to perform it. Mary couples remain unaware 
of the incidence^ of genetic diseases and of the availability of genetic 
services, including amniocentesis. There has been no major nationwide 
public education campaign on the topic, and many publicly funded 
p rtygy ^muL and private physicians do not ^rstematically provide women of 
childbearing age with information about genetic diseases and genetic 
services. 

Accesa-Rehrted Services 

Early in this chapter, we noted that one of the reasons that the services 
identified in the lists are not adequately available to mothers and children 
is that a variety of barriers exist that limit the accessibility of such services. 
To increase access, this report advocates broad changes in the organiza- 
tion and financing of services, including an increased commitment to 
strengthen and e^q>and a set of specific services whose primary purpose is 
to facilitate entry into the health system — the first step in obtaining 
mfj^d^^^j health services. The significance of the access problem is 
underscored by the data presented in this chapter and in chapter 1 
documenting the fact that some children have never seen a doctor, that 
major gaps in the use of needed services continue to exist among various 
groups, and that even vitally important services such as prenatal care are 
not fiiHy accessible, particularly to populations at special risk. The PaneFs 
proposal in chapter 7' to increase home-visiting services is one major way 
to help change this picture* Here we highlight the value of four other types 
of access-related services: outreach, transportation, telephone access, and 
child care arrangements (52). 

Outreach 

For many families, health services are so inaccessible — geographically 
or Uyr other reasons — that they cannot make use of them without help* 
Stone parents still do not know or understand what benefits early healthy 
care would bring them and their children. This problem is acute among 
parents with* little education and among some from other countries where 



health care is organized diifcrenUy. Well-educated, afflxient parents, too, 
can be unsure whether a child's bcha'-ior or symptoms are normal or 
whether they require professional attention. They are more hkely. 
however to have family doctors or pediatricians whom they can caU an<i 
from whom they receive advice, assurance, or an appomtment. 

Sometimes hcaS^care programs must do more than provide axi open 
doon Thcy ' must take the initiative to fmd, educate, and help bring m 
mothers and children to receive care. In recent yeai^ cspccmlly. beal^ 
PEoerams serving riiral and low-income tirban popuUtions have found 
&at the use of trained outreach workers can solve many problei^^o^^ 
access. The experience of the Columbia Point Neighborhood H^^th 
Center in Boston, Massachusetts, is a good case in pomt. Uxrated m a 
low-income housing area, one of its objectives was to «icourage ^-esidents 
who had previously not used health services to seek medical care regularly 
and promptly. Outreach workers were a central part of the strat^. 
Although Wuccess cannot be attributed to the outreach and f^Hf^^^ 
efforts ^one, after 2 years of the program, a substantially higher 
proportion of residents felt that general, preventive measures were 
important and showed an increasing disposition to brmg to the attention 
of health center staff symptoms at an earlier stage ^^^ff^*^ 
painful or disruptive. The proportion of famibes who reported that they or 
^meonc in their family had postponed medical care in the precedmg 6 
months decUned from 23 to 10 percent. u^i.k 

The American Medical Association, in its Statement on Health 
Outreach, cites the variety of ways in which outi-cach workers, particularly 
those who Uve in the area served by a health care program, can miprove 

services. Outreach workers: . , x. 

• Tend to enhance professional standards of practice because such 
personnel can free physicians, nurses, dentists, and other hcaltfa 
professionals to better utilize the time for which they are trained 
and extend the scope of services to a larger patient population. 

• Provide an additional source of manpower to meet commumty 
needs, especially in those areas where there is a shortage of 
professional health staff. " , 

• Obviate many of the traditional problems of understandmg and 
communication in getting health services to those m need. 

• Assist the professional stafF in becoming more responsive and 
accountable to the community served. 

• Provide meaningful jobs and, as a result, benefit the commumty 
economically and socially. , « 

Principles that enhance the effectiveness of outi-each have been 
enumerated by the Children's Defense Fund. They note that Personal 
intact is the most effective form of outi-each, and that oulrt^ch is b«.t 
«rformed by trained personnel who share or are sensitive to the 
f^ck™d of the peo^Tbeing served. It should be conducted m a 
varied of places in a c^Dmmunity, be sopplemc^teci and remforced by 
training nonhealth personnel, and should link people to a systW of care. 
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*" Ttmnaport^tiim ^ 

Sometimes health care providers and facilities are only theoretically 
mvailalriie. Long di^tnn<:<^ or high costs in getting to a source of care can be 
mjyor iMmriers to obtaining needed health services. For the poor, distance 
appears to be.^ significant deterrent to seeking preventive care <5J). 
Wbeie health care services exist but are difficult or impossible to reach 
because pec^le lack adequa^ transportation, transportation services are a 
iM?fNd^*d comfKment of the health system. They can be provided or 
arranged by* (a) modifying existing public transportation schedules and 
routes to efficiently link patients and health care facilities, (b) reimbursing 
families or patients for tran^x>rtation th^ can find themselves but cannot 
afford, Cc) contracting with other agencies to provide transportation to 
health services, or (d) developing a program-run transportation system. 

Telcpbanc Access 

The abiliw to obtain information and advice concerning health 
problems over the telephone is critical. In an emergency, it may be a 
matter of life or death. In less virgent situations, the family that can easily 
and quickly reach a doctor by telephone is more likely to seek information 
about a health problem early in its course. This may prevent the problem 
■ from becoming serious, and helps parents xise health resources most 
appropriately. 

Telephone arcr^5 is particulariy important for parents. It is well known 
fhar pediatricians in private practice spend much time advising parents on 
t&e telephone. This, however, is largely a privilege of the middle- or upper- 
class- parent. It is accepted practice for these mothers to phone in and 
feport a fever, a rash, or other troubling symptoms and receive guidance 
about what to do. Such access is rarely available to families of lower 
income. Although most group practices have some kind of telephone 
access, its absence in the clinics and outpatient depxartments serving the 
poor is a common byproduct of fra^nented, episodic, crisis-oriented care. 

The vast majority of poor and n£nori^ cfaildrem, in fact, have no 
effective access to telephone advice at all. In 1974, 94 percent of the black 
children and percent of the children with incomes of less than %f* 000 
ha << no telephone coi^tacts with heal^ .care providers during the year, 
compared with 75 percent and 73 percent of the white and high-income 
children, respectively (54). 

* Several studies indicate the feasibility of making telephone advice more 
readily available. In one prepaid practice, for example, aides were trained 
to provide appro priate telephone advice or referral for calls about 
^nldren's illnesses^ Results showed that parents were very satisfied on the 
whole, the bulk of problems were resolved by 4>honc and quality of care 
was generally good (55). Equally successful was a telephone •'hot line," 
installed in a diabetic clinic at the University of California Medical Center 
to -provide information and medical advice to patients and to fill 
prescriptions. It was esitimated to have saved 2300 patient visits for ^ 
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medications alone during a 2.year period, with improved levels of patient 

^'^ll^h'Sta undergird the Panel's view that there should be some tin^e 
durine t^dLy when families can consult over the telephone about general 
f^^of ™m with health professionals who are -^le to pr.^adc^^ 
caller with appropriate instructions. Whenever possible, the medicaJ 
SiSn^l%^dSg tcfephonc advice in nonemergency situations snould have 
r^^CTuiSnclaUoLhip with the caller. In addition, every cornmunity 
fh^d^ave^lXhour, T-Ly-a-week access for emergencies, and day and 
evening access for acute health needs. 

Care for Other Children 

Manv parents who need to bring a child in for care have other children 
at home ^B^bySt^« are .normally liard to find during ^^'^^^^^^^^ 
chUdJ^n ^e in school. Even if one is available, some people cannot afford 
to ply aStter" In the evenings, when a family ^l^^^^l 
othVr children health care facUities are usually not open. As a result, 

«p3y iridditioa to other difficulties-prevents fama.es from getung 
•'tn^slSLuo^^a^^e the lack of care for other chUdren is o« of^e 

beaccomp^ish^in s^j^^y- 

Zti2^%^ s^nd the waiting JSte pleasanUy ^vithout disturbing 

• oildne for babysitters the famUies themselves fmd. 

: FoSg or ar4iging v«th a group of babysitters m the ^om^- 
ty to^- to homes as needed. These can be paid for by the family 

The «,Sfe^*or^' programs suggests that the most easily 
mZra«r£^S mSt helpful arrLgfment is to have a playroom as Pan of . 

^^J^^^k^^ c= Such-t 

Sltrv^atevt-^^^^^^ 
- ^t!!er should told al^ut them specirically before she comes to the 

clinic. 

A Board on Health Services Standards 

' The third major finding of the Panel in the area of needed services 
invSves Se creation of a new mechanism to serve a variety of functions 
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aintcd at improving the gantcnu quaUt>. and availabiUty of h^th services 
for mothers and children. We refer to this mechanism as thr Board on 
Health Services Standards, although as we note below^ it could be a 
collection or consortium of existing organizations and activities rather 
than a 'newly created entity. _ w» 

Many services we have identified as "needed" are not now available 
and utflized to an extent consistent with their potential to improve health 
and prevent disease and disability. Examples include counseling services, 
health education, various nutrition services, and access-related activities 
such as outreach. One reason for the reUtivc inaccessibility and undcruU- 
lization of these services is that pubUc and private third-party payers are 
reluctant to finance them, in part because of the nature of the services 
tliemselves. They tend to be difficult to define precisely, and— m greater 
measure than is true for medical services— their effectiveness appears 
closely related to the circumstances under which they are provided, by 
whom, and in rclatioiv to what other services- They also seem to raise more 
questions than traditional medical services about how to measure and 
^suxe quaUty, and how to prevent fraud and abuse. Given th^s situation, 
the Panel found itself facing the foUowing problem: we have found that 
these services are important, even essential to promoting maternal and 
child health, and that more people should have access to thcna without 
financial barriers. We have also found these services are not adequately 
available or used. Given such factors, should we simply reconmi^d that 
third-party payers offer to cover these services, and hope for the b^t. it 
we werTto make such a blanket recommendation, we suspect it might not 
be implemented for the reasons already stated. Even if it were, and more 
people presumably received the services, there would stiU be maac<quatc 
information on the effectiveness of such services and on the circumstances 
under which they are best provided; thcite would- be no additional 
information to aid in controlling quality or protecting a^mst abuse, and 
no- continuing evaluation of efficacy. And the cost of financing such 
services might weU be unacceptable because information on how to offer 
the services economically would still be lacking. ' ^ . i- 

We have chos<m instead a more cautious approach thstt we bcheve 
represents a constructive, long-term solution to a difTicult oet of problems. 
Wc recommend that a Board on Health Services Standards be matcd~^r 
existing institutions strengthened, better coordinated, or pe^ps even 
consolidated— to perform the foUowing functions: ' ^ 

1 Review and continually refine our imderstandmg of what hcaliti 
services should be available to mothers and chUdren in Ught of 
new knowledge and changing health problems. 

2. Provide information and guidance to all third-party payers, 
purchi^ers of health insurance, and others (including profession- 
al standards review organizations and health planning groups) 
regarding the efficacy, effectiveness, and appropriate use of a 
given service or sets of services, and the circumstances under 
which such services should be financed, taking mto account 
considerations of quality, cost, availability , , accessibihty. and 
ap pr o p r iate utilization. 

3. Provide information to all third-party payers regardmg the likely 



effects of their payment policies and practices on the availability 
of needed services, professional personnel, facilities, and other 
components of the health care system. (This particular function 
is disctissed in more detail in chapter 9.) 
The Panel is aware that there arc currendy a nxmibcr of groups m 
existence that perform some of these functions. For example: ^ ^^^ 

• The National Center for Health Care Technology (NCHCT) has a 
broad mandate to provide advice on virtuaUy aU of these 
intertwined issues of services, including their assessment, use, ind 
appropriate reimbursement, , , . ^ u •i^u 

• The research supported by the Nauonal Institutes of Health 
(NIH) the .McohoU I>rug Abuse, and Mental Health Administra- 
tion* the Health Services Administration; and the consensus 
conferences of NIH espcciaUy contribute understanding about the 
safety, efficacy, and appropriate use of specific procedures. 

• The research supported by the National Center for Health 
Services Research <NCHSR) and the Health Care Financmg 
Administration (HCFA) contributes information on many health 
system components such as manpower, organizational settings, 
smd payment practices, and relate such factors not only to each 
other but also to specific health services. 

• The UJS, Congress' Office of Technology Assessment provides 
useful guidance not only on general principles of technology 
assessment but also on the costs, risks, and benefits of specific 
technologies and the poUcy problems posed by thena. 

The problem with these efforts from the Panefs perspective is that they 
rarely take up services in the domain of primary care for children and 
. pregnant woien. The fi^gmentation and often ad lioc nature of these 
cffOTtelimits their capacity to develop broadly apphcablc norms and 
standards of reimbursement or to provide the systematic guidance over 
time to third-party payers th»t is so urgently needed. Further, we tmd Oiat 
these various activities are not sufficiendy weO supported or mtegrated to 
provide ongoing assessment of health care practices. Consequently, thciff 
impact on shaping or redirecting existing payment practices has been 
linStcd. The National Center for Health Care Technology comes closest m 
stated mandate to meeting this general need, but, among other thmgs, its 
inadequate fimding (about $3 million in 1979) circumscribes its value 
considerably. The Panel also beUeves that these genei^ assessment 
functions wiU best be served by a body that is not exclusively govcmmen- 

^A clear indication of the inadequacy of the present array of instimtions 
is the recent proposal to create a National Professional M«ital Health 
Services CommisSon through an amendment to Title XI of the Social 
Security Act. This Commission would be charged with, among other 
thinjss, assessing what is known about the safety, efficacy, and appropriate 
various teatments for specific mental health problems, r^cwmg 
the relationship of various professionals and settings to the effects of 
selected interventions, and then recommendii^ S^^'^'^^S^Silf^mS 
the Secretary of the Department of Health and Human Services (DHHS) 

for such services. 
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In our view, the time Jxas come to systematize and draw together these 
many bits and pieces into a permanent, weU-rmanced, presUpous and 
independent institution capable of providing expert gm^ce on how both 
the private and the public sectors can promote and foiance the health 
services needed by mothers and chUdren and inde«i all Americans. 

Although the Panel's recommendation arises from its concern about 
improvi^matemal and child health service, we beheve the issues that the 
Board would have tc address cannot over the long term be separated by 
of services or beneficiaries. We th^efore beheve thatmd«s Je 
B<^ is established with an unequivocal mandate to Pff;j™ . 
functions we believe are essential to improve maternal and child health^ 
might very weU concentrate primarily on high a«:hnology ^ very 
expensive interventions, in the hope of making some early <tamauc 
coS^utions to what are conventionally seen as the most pressing cost 
^nu^ent problems. Issues such as the efficacy of home visits to 
pregnant women and infants under nurse supervision or counsehng aimed 
kt^dent prevention or compUance with prescribed regunens^which^c 
of enormous importance in the care of pregnant women and ^drcn, 
might not be reaSed for many years. We therefore consider it absolutely 
^s^tial that the Board either be mandated to begin its work with servic^ 
important to improving maternal and child health, or that a definable and 
si^S^t portion of §ie Board's resources be allocated to this funcUon. 

^th re^d to the structure of the Board, we outbne several essential 

attributes^^ Board should have the capacity to draw on the relevant 
competence of a number of agencies aheady performing some 
parts of the functions we are proposing. Several of the most 
sismificant are noted above. , ,^ ^ i j 

2. FOTmaximum credibility and acceptability, the Board should 
have considerable independence from special interest groups of 
aU kinds, and probably from government as wcU. If U is to draw- 
on all existing sources of talent and expertise, conduct .ts own 
health services research as- needed to develop guidelines and 
advice, and be sufHcienUy influential to accomphsh the ambi- 
tious mandate we propose, the Board should be cstabhshod m a 
manner and at a level that would give it a great deal of both 
mdepcndence and prestige. - ^ j j 

3 The membership of the Board should be broadly constituted and 
include both experts in various-aspects of health care and citizen- 
consumer advo^tes. Board members could be exclusively 
nongovernmental, or could include several governmental repre- 
senmtives, such as the Surgeon CSeneral and the Administrator of 
HCFA. The Board could be appointed by the President ot the 
Secretary of DHHS, or the power of appointment could be 
shared^among several individuals or institutions. 

4 We beUeve the authority of the Board must ultimately derive 
from the quality of its finding?. Although it would theoreucally 
be possible to make the advice of the Board binding, at least an 
pubScthird-party payers, we beheve that this kmd of aiithonty 
would not bc«>nsidered acceptable in this instance. Wc suggest 
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that the guidelines and recommendations of the Board be 
advisory, although it will be important to incorporate into the 
Board*s mandate certain functions that would create some 
pressures that would make it difTicull, especially for public third- 
party payers, to disregard the Board's advice totally. For 
example, the Administrator of HCFA could be required to make 
a public response to the Secretary of OHHS and the Congress m 
those instances in which HCFA decides not to follow the 
recommendations of the Board regarding the financing of a 
^ given service. (Additional discussion of the reimbursement 

practices of HCFA is in chapter II.) 
5. The Board must have resources adequate to its charge. The 
dismal funding experience of groups such as NCHSR and 
NCHCT suggests the normal appropriations process is unlikely 
to produce even a modest portion of the needed resources. An 
untapped and obvious source o** funds is in the hands of third- 
party payers- The Panel proposes that a small percent— perhap^^ 
less than 1 percent — of the expenditures of the major third-party 
payers be used to finance the Board for the purposes stated. The 
logic is that the institutions currently financing the bulk of health 
services have the most need of information regarding, for 
example, the efficacy of the procedures they pay for, the 
circumstances that provide for adequate quality and efficiency, 
and the effects on health services of various provider arrange- 
ments. The Board might also be set up in a way that permits it to 
receive private funds. 
Wc rccomxncnd as a very high priority that the Secret^ of the 
Department of Health and ffuman Services convene an ad hoc group as 
soon as possible, in consultation with the appropriate congressional 
committees^ the Assistant Secretary for Health, znd the Administrator of 
HCFA, to outline the precise nature, composition, and authority of the 
Board vvithin the broad guidelines we have outlined, and, that the 
Congress act rapidly to establish the Board, It might also be appropriate 
to ask the Institute of Medicine (lOM) to consider this matter and make 
recommendations. Indeed, the lOM might be a logical sponsor or home 
for the Board. 
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CHAPTER 6 

IMPROVING THE ORGANIZATION 
OF HEALTH SERVICES 

Priniaxy care for children and pregnant women is currently provided 
ander a wide variety of structural and organizational arrangements, which 
range from private physicians* offices to the public schools, and include 
healtfa department and hospital clinics, lui well as community health 
centers and health maintenance organizations (HMO's). ^ 

The diversity of current arrangements has advantages and drawbacks: 
Such pluralism means freedom of choice for both consumer and provider 
in most communities, is likely to stimulate innovation in the d^very of 
twimaiy care, and^ may help to perfect current modes of d^veiy (/). For 
. ^hese reasons, our Panel considers phxrahsm and diversi^ in deUvery 
arrangements an fgymtii** ingredient of a strong maternal and child health 
policy. However, many children and pregn^t women still do not receive 
the services they need most, and many types of provider arrangements are 
not or^nized to provide services as effectively as they nugjit. To d^ w ith 
such problems, we advocate organizational changes designed to strength- 
en individual provider arrangements and increase the coherence of 
provider relatkmships. 

In the Fand*s view, efifective provision and utilization of modem 
^ primary health care for children and pregnant women must include access 
to a broad array of services, provided over time and in a variety of 
oonteicts by prcrfcssionals in a number of different disciplines and with a 
wide range of skills. It is because only a small proportion of primary care 
is currently delivered througli organizational arrangements that can make 
available such care, that the Panel is advocating far-reaching changes in 
organization of provider arrangements. 

The element of organization facilitates compreh en s iv e, integrated 
primary health care in settings whi<di encourage continuity; collaboration 
with parents and other family members; coordination of primary care 
with needed secondary and tertiary services; linkages with other ^systems 
serving children, such as social services and schools; sjrstematic outreach 
efforts to make certain services available ^^lere people already arc, and 
other techniques to remove or reduce access barriers. 

Our .Panel reviewed the need for and benefit* from a greater degree of 
organization in the delivery of maternal and child health services with full 
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recognitioii that xnany families, many children, and many pregnant 
women are faring wcU in health care arrangements which are not highly 
organized, and which are not always a gateway to a comprehensive airay 
of services. Furthermore, we realize that many consumers and providers 
fcMT a greater degree of organization might mean less personalized care, 
while administrators and policymaker* arc concerned that more organized 
care may be accompanied by higher per visit costs. 

We are aware that many obs«vers have concluded that a more coherent 
and efficient organization of services can best be achieved by funnchng 
pubhc funds exclusively through one or two t3^pes of provider arrange- 
ments that have been determined to work best. There are also many who 
believe unserved problems of access and inadequate care are limited to a 
few readily definable popuUtions, and that any changes should focus only 
on these populations of the very poor, persons living in remote rural areas 
or in the midst of urban ghettos, and families characterized by a high 
d^ETce of disorganization. 

Sfter extensive deUberalions, which took account of the nature of 
unmet needs, where they are found, and of successful and unsuccessful 
efforts to meet those needs, the Panel concluded that: 

• American communities vary so widely in their needs and 
resources, and prize so highly the diversity of their own ways of 
solving problems, that it is neither feasible nor wise to attempt to 
move the Nation ;oward one standard way of delivering health 
services to mothers and children. - 

• Specific attributes of organization that shoula be encouraged 
include those that promote continuity in the relationship between 
the provider and the family and patient, along with those that 
promote economy of operation. 

• The effective organization and structuring of services is most 
important for families with handicapped, chronically ill or 
severely ill children; for pregnant women ^o for social or 
medical reasons are at high risk; for low-inci>me families, who 
have greater needs for hc^ilth and related services and fewer 
resources to negotiate their way around a complicated maze Of 
fragmented health services; and for those families and individuals 
who have special problems which resuJt in greatetv than average 
needs for a broad range of easily accessible services. 

• Since these categories of families include about one-fifth of all 
chHdren and preg;nant women at any one time, and between one- 
foiirth and one-third over a period of a decade (2-5), the need for 
more highly organized primary care is not circumscribed, but 
spread widely throughout the population. 

• Changes in the organization, financing and structuring of services 
are the most promising avenue to reaching all those with unmet 
needs; .they are more likely to be effective than attempts to 
motivate people to surmount barriers which make care inacc«si- 
ble and unresponsive to their needs. An analysis of access barriers 
to child health services undertaken for the Select Panel concludes 
that provider and system features are critical 4n determining 
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ttcrns of utUizAtton, mad that most mcMures of utilization **can 
predicted as well from information about the individual's usual 
source of health care as froin information about the individual's 
socioeconomic status and attitudes** (6). 
Our apfMXM^ to the organization of health services for mothers and 
children, theW is based on the shared conviction that the pluralism and 
'diversity of the health services d^very system in the XJ.S. should continue 
that it is and will remain compatible with a commitment to reach all 
children and mothers with the health se r vic es they need, as long as: 

• A significant proportion of those providing primary care to 
pr^nant women and to children ixkoorporate into their delivery 
arraikgements those attributes that improve the accessibility and 
eflectiveiiess of a broad array of services. 

• All children and pregnant women have access to provider 
arrangements which incorpormte these attributes. 

• There are systematic ways of assuring the availability and 
acces-«btlity of all needed services to all children and pregnant 
womeu 

We are fully aware that -diversity, so appealing in theory, is often a 
mixed blessing in practice. Health departments that have struggled, 
woefully underfinanced, to provide a well baby clinic here, a V.JD. clinic 
there, immunizations and family planning on other days and in other 
' frfacea, are dismayed to find new sources of Federal fuiKis for co^^>rehen- 
sive health centers being funneled to a hospital or co mmuni ty group two 
blockssAwmy. Pediatricians in |»xvate practice, their numbers increasing as 
the m^bers of children in their community decrease, are appalled to 
learn of a new Federal or foundation grant to the local school board to 
train and employ nurse practitioners to provide comprehensive primary 
care in local elementary chools. And a community groi^ is mystified at 
bow so much mcmey for health services can come into their area while the 
children most in need of continuing health supervision still have their only 
contacts with the health system through an occasional trip to the hospital 
emergency room. 

But diversity does not have to mean chaos, gaps, or waste. The 
organization of primary care may diffet fimdamentally between Denver 
and Cleveland, and between an Iowa county and a Nfississippi coimty. 
What matters is that in each^ appropriate services arc available — und^r 
any combination of provider arrangements — and that there arc responsi- 
ve authorities to assure that resources are allocated in wa3rs that will make 
needed services accessible to all. 

In the remainder of this chapter, we describe the attributes which we 
have identified as important components of effective primary care 
provider arrangements, and examine the specific ways that various 
provider arrangements should be strengthened. 

In chapter 7 we discuss several issues that cut across a varieQi^ of 
provider arrangements, and which have important implications for the 
organization of health services for mothers and children. * 

In chapter 8 we present our conclusions and recom m endations 
regarding the organization of services to assure that needed health services 
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will be avaiUbte to certain population groups with special needs and 
[ access problems. 

ARRANGEMENTS 

In reviewing the broad array of provider arrangements 
providing needed primary health care services to children and P«^^^ 
women, we identifted nine characteristics that seem to be miportant to 
their success. We believe Uiesc nine Mttributcs ofprimaiy care umts arc so 
importmnu espedMUy to popuUdoas at gremtest risk, tbMt—oyer umej- 
th^should £e incorpormtcd into sU prinutry care settings. They include 
comprehensive seivices, acccssibiUty, capacity for outreach, coordination 
of services, continuity of care, appropriate personnel arrangements, 
accountability, consumer participation, and partnership with parents, as 
detailed belbw. 



PrimATY cm units should offer a broad range of health ser^nc^, 
Dsvcholt^cal and social as well as medical. The primaiy care unit should 
S^Ie If meet the great majority of the health needs of the poptOauon ,t 
,^^%!Sether pre^nt woW infants and children, or who^ famih«^ 
The services aviilable should encompass prevcnti e, acute, ai^ ^^^^'^ 
care; management of long-term illness; the counseling of pa^^ 
Sldr^^d adolescents regarding psychosocial problems ana pti^ 
elements of health maintenance, promotion, and protection; and active 
efforts to buUd on the family's strengths and resources as well as to help it 
Sw^vith problems and VulnerabiUties. It should also include weU- 
estobUshod and well-functioning Unks to sources of secondary and tertiary 



care. 



AcoessibiUty 

mmary care units should be accessible in terms of location, transporta- 
tion, at^nce of psychological barriers, and hours during which sern^ 
are eitSer provided or arranged for. The primary aire umt must ^ 
reachal^e at aU times, either directly or throi^ a y^^^«^?^f*^ff™£l 
known /to the families served and systemaucally knked to the umt. The 
Dhvsical location of the primary source of care, available tran^rtation, 
hoursTf service, and the circumstances in which care is provided must 
make it conveniently accessible to actual and potential users, and must t>e 
responsive to their needs. 

Capacity for Outreach 

Primary care units should have a capacity to reach out into the 
community they serve, so as to eliminate or minimize economic^ 
geographic, social, cultural and language barriers to the appropriate use of 
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health aervioea. OuUCAch is especially important for primary care umts 
serving low-incomc persons and other population groups that have not 
been effectively reached by the health system in the past. Outreach can be 
provided directly by the primary care unit through such mechanisms as 
outreach workers and home visitors, SmaU primary care units can provide 
outreach indirectly in cooperation with local community organizauons 
and agencies. 

CooffdUmtkMi of Services 

Primmxy care uxxits should be the place and the mechanism for 
coordinating Mil health services Deeded by an individuml or fMmily, through 
a working partnership among a Variety of health professionals, active 
collaboration wtth patients and their families, and a suong reUUonship 
with other service systems in the community, such as the schooU and the 
welfare system. The primao' care xmil should coordinate all elements of 
tbe patient's care, including that provided by other health professionals 
aftd institutions, and the participation of other agencies and providers, . 
including those from the welfare, correctioujtl, and educational systems. 
This involves rcferraU, the exchange of information with other pf^ovidcrs 
of service, and explanations and exchanges with patients or families to 
achieve a greater understanding, and modifications as indicated, of 
treatment plans or suppcrtive services. , 

The intensity of the need for coordination, and the amount of umc, 
energy and skill required, varies with the complexity of the individual's 
situation. For the child or pregnant woman with compUcated proWems. a 
primary care unit must act as— or provide for— a case manager. For 1^ 
compksc situations, the need is for a greaUy heightened awareness, and the 
willingness and capability to act on such awareness, of the fact that each 
cbild s and pregnant woman's health is determined by factors that extend 
well beyond the health system. 

The partnership that our concept of the primary care umt implies 
among physicians, nurses, dentists, social workers, nutritionists, psycholo- 
irists, and other health, education and social service professionals, and 
Community workers; can be achieved when aU of them work together in 
one building and for a single institutibn, but that is not the only way. A 
pediatrician, nurse practitioner, and office secretary can together create a 
network that reaches far beyond their office; theirs becomes a pnmaiy 
care'unit without walls when they know how to mobilize the services their 
natients need, be they home visitors, social services, diagnostic specialists, 
or mental health consultation. They join with other professionals and 
advocates in efforts to establish the services that arc missing. The primary 
care unit, regardless of size or composition, should have connccuons to 
the schools and social agencies that for some children can be as important 
as the connection between the pSrimaxy care unit arid the hospital. 

Contmiiity of Care 

Primary care units should encourage a strong relationship, over time, 
between the patient and family and a single practitioner or small group of 
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pracdtiottm, v^ho can orchestrate aU the disparate parts of the care 
needed by a patient or family. The importance of providing continuous 
and comprehensive primary care has been underlined by the American 
Academv of Pediatrics and others. The Panel joins wijh the Academy in 
advocating that every child at birth and every pregnant woman shoul-? 
have a source of continuing care (sometimes referred to as a "medica* 
home'O which either offers directly or coordinates aU necessary primary 
care, serving as a reUable point of reference for famUies in mamtaimng 
health and coping with health-related problems. 

Continmty is, of course, closely related to comprehensiveness, accessi- 
bility, and responsiveness. InaccessibiUty of a practitioner encourages 
patients to use emergency rooms or other providers of services destroying 
continuity. Referral of patients to others for services that should be within 
the scope of the primary care unit promotes discontinuous and fragment- 
ed care- Failure of a primary care practitioner to seek results from referral 
sources and to incorporate this information into the patients record, or 
failure to accommodate and adapt to the patient's preferences also 

-destroys continuity- - j ^ 

To ensure continuity, primary care units should actively reimnd and 
help patients to return for followup visits, attempt to determine reasons 
for^udssed appointments or lack of adherence or followup, and maintain 
unitary and complete patient records which include results of referrals to 
and consultations with other sources of care- 

The patienrs recoM can be an instrument to achieve conunmty ot care. 
Historical data, progress notes and information from referrals, laborato- 
ries, emergency rooms and other agencies can be inamtained ^ the 
record. Consideration should be given to a problem-onented focus. The 
parents should be familiar with the content of the record and may 
maintain a summary for family use. If parents transport the record, or a 
component of it, e.g., emergency room record, from provider to provider, 
two essential functions are perforrned: parents are informed, and 
information is conveyed safely and rapidly. 



Appropriate ?*ersoimel Arrangeineots 

Primary care units should establish practice patterns involving collabo- 
ration among various health professionals x^hicb rnake possible the 
effective delivery of needed primary care services at reasonable cost It is 
increasingly difficult ibr a single practitioner to master m d<yth all the 
fields of knowledge and the full range of skills that bear upon the physi<^ 
and mental health of the patients they see- Practice patterns should 
encourage primary care practitioners to we-W ^losely with other personnel 
whose talents and expertise complement their own. Primary care umts 
which are organized to provide for substantial collaboration among 
various types of health professionals can provide better and more cost- 
effective care. 
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Accountability 



Primary cstrc units should review rcg^ilarly both the process and 
outcomes of care to provide information which is useful in quality 
improvement, Wbile the Panel recognizes that periodic quahty reviews 
may be an expensive process for some smaller primary care units to set up, 
we are encouraged by the fact that considerable work is currently under 
way by professional organizations and others to cigyelop better and 
simpler methods for internal quality review that will make this a realistic 
objective for all kinds of provider arrangements in the years ahead. 
Internal reviews should be designed and conducted to provide informa- 
tion useful in quality improvement undertaken internally by the provider 
unit, by funding sources, by the State health authority, or by users of care 
and their representatives. 

Consumer Participatioii 

Primary care units should establish a systematic connection with users 
of care and other categories of consumer representatives to help assure 
that their services are responsive to the needs of those they serve, and that 
'the program receives broad community support. Most private practition- 
ers believe that their ability to attract and keep patients is the best 
indication of whether they are responding to the needs of patients and 
their families. Any more structured involvement of consumers is difficult 
to achieve in a private practice setting. 

In organized care settings, on the other hand, systematic involvement of 
the users of care and their representatives is both possible and desirable. It 
is particularly important in those primary care units where there is 
substantial social or cultural distance between the target population and 
those who are providing services: Programs successful in reaching a high 
proportion of their target population with primary care tei.<i in some way 
to have established significant roots in the community. Such i^nnections 
take many forms, including partnership arrangements in which responsi- 
biUty for the program is genuinely shared between providers and users of 
services, consumer advisory bodies, active collaboration with existing 
consumer organi2a.tions, and training and employment of commimity 
residents as paraprofessional employees of the h^ilth program. 

Consumers of health care can contribute much to how programs they 
use should be designed and should operate. The needs, wants, and 
judgments of consimiers must be considered very carefully in designing 
and operating health programs. 

Consumers serving on advisory or governing committees and boards for 
Community Health Centers, Health Service Agencies, health departments, 
or hospitals should be provided a comprehensive orientation in existing 
services and health dehveiy systems in the community, including the 
interrelationship among various institutions and programs; and in how 



standards are set, how new services are developed, how audits are 
conducted, and how budgets arc prepared. . . ^ ^ 

Adequate funds should be allocated for training interested and involved 
cons^Ser representatives so they may be effective p^cipants on boar^. 
SmmittecsT^d councils- Governing bodies and advisory councUs may 
also include other consumer representatives with special ^^P^^ ^ 
community affairs, local government, finance and banking, l«S^/«^' 
mtde unions, voluntary health agencies, and public and private so«al 
S^^ce age^es. Such individuals can be extremely helpful in orceins 
programmatic Unks with other parts of the community, and m makmg 
cle^to the broader community its stake in the health program. 

Partnership with Parents 

An av^arcness of the central role of the faxnUy in aii aspects of 
maintaining child health must permeate the acti^nues and orsojoizauon of 
primary cSre units. Health professionals have many opportumU^ to 
families in their efforts to rear strong, healthy, and resihent 

^'^B^A^'individual providers and organized health programs and institu- 
tions can respond to family needs in ways that support or ^^enmne 
family functioning and a sense of parental competence, and that 
St^iagTor discoTirage parental efforts to become effective coUaborato^ 
health professionals in assessing and maintaimng their children s 
health, as well as caring for them when they are ill. ^ _ -il:,:^ 

Sin^i parents are the ultimate source of ongomg care and responsibihty 
for their children, it is essential that they be treated with Je respect and 
sensitivity which wiU enhance and support their key role .ime a P^P^ 
Suing, ^ring to ask and the skiUs to listen, must be mtegral parts of 
health services. Most studies support the conclusion that: „ ^^l^" 

The parents . . . know their child far better than those trying to help 
care for him. Listening to parents, carefuUy noting their observa- 
tions putting thfein at ease, and hearing out then- worries even if they 
apSif unrelated can help to provide them with the «noaonal 
r^ces needed to help their ch^d. Impatience or n^^^^ers^d- 
ine with parents can impede then: mclusion m the therapeutic 
prlcess piLTticularly because parents wiU continue to have carmg 
f^^'ibaity for the child after his illness^^a pomt easily over- 
looked during the time of acute mtervention (7). 
The Panel beUeves that aU providers of primary care to children and 
pregnant women should seek to incorporate m<^t of Oie^e ^t?**'^^^^^^ 
Siei?delivery arrangements, and that families whose children have ^al 
E^ds for Zbroad^range of health and related services may find it 
preferable to obtain their care from a pnmary care umt which has 
^corporated most or all of these characteristics Not aU provide^ 
ablelo^ or will wish to, incorporate these attributes to the same degree 
Their skhence, in our judgment, varies directiy with ^e proportion of the 
target population which ifat high socioeconomic or health nsk, and with 



230 



2 



the scope of health needs with which the particvdar provider is called upon 
to deaL 

Public officials, administrators, and health planners should all become 
aware of these attributes, so that they may support policies which will help 
providers to incorporate them. There should be special efforts to make 
parents and other consximers aware of these attributes, to assist them in 
judging what kind of primary care settings are most likely to meet their 
needs. Purchasers of health insurance, including management and labor, 
should take cognizance of these attributes and the influence of third-party 
payments in supporting desirable provider arrangements. 

STRENGTHENING EXISTE^TG PROVIDER 

ARRANGEMENTS 

In varying degrees, existing primary care arrangements already have 
many of the attributes the Panel has identified as important. We discuss 
below some of the specific steps that should be taken so that, over the 
coming decade, more of these characteristics can be incorporated in 
individual and small group office-based practices, hospital outpatient 
departments, comprehensive health centers, HMO's, health department 
clinics, and school and pre-school health services. 



Individual Practitioiiers and Small Group Practices 

' A very high prop>ortion of children's health care and prenatal care — 
approximately 76 percent of all chiiU health visits and 81 percent of all 
prenatal visits 9)~is provided by pediatricians, obstetricians, and 
family and general practitioners in individual practice or small group 
practice. Pediatricians and obstetricians in private office-based practice 
tend to cluster in more urban and more affluent areas than family 
practitioners, who are more likely tc live in small towns or rural areas (/). 

The solo practitioner usually works with a small office staff; group 
practice tisually consists of three or more physicians formally joined 
together to provide medical care. This latter form of practice has been 
growing among pediatricians over the past two decades, and wiU probably 
continue to do so. (See chapter 12.) , , . , „ 

Large numbers of famiUes and individuals have found this mode of 
practice offers the most f>crsonalized, complete, continuous, and satisfac- 
tory way of obtaining medical care. The Panel beUeves that, although 
individual and small group practice have been enormously successful over 
the years, these forms of practice can be considerably strengthened in two 
major respjccts. They can become more effective in their efforts to help 
families to prevent disease and promote and maintain health, and they can 
be equipped to become a better gateway to a broad range of services 
which their patients may need, but which they cannot offer direcUy. It 
would be a great advantage to them and their patients if they could more 
readily mobilize the help of others including social workers, psychologists, 
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^>eech and hearing therapists, physical and occupational therapists, 
visiting nurses, and mental health centers. 

We believe that the broad spectrum of health needs of children and 
pregnant women, and the attributes of deUvery arrangements most likely 
to meet these needs, imphcs that for the future, groups of health 
professionals, especially when nurse practitioners and other health 
personnel are included, are preferable to physicians working alone, and 
that public policy should be designed to promote a closer relationship 
between office-based practitioners and other sources of care and service. 
Currently, referral and consulation patterns of private practitioners tend 
to include medical specialists, but not other health and health-related 

professionals. , 

Tbc Panel recommends over the long term, mdividu^ primary 

csLre physicians he encouraged to join in practice with other physicians 
and with other health professionals. Dentist, too. should be encouraged 
to Join jurith other dental professionals in practice. Simultaneously, biitter 
links must be developed between physicians and dentists in office-based 
practice, and other sources of care, services, and support in the 

community. • ^ , i j 

The Panel has been particularly impressed with the unexplored 
potential of the last objective to achieve great gains in child health. Some 
of the attributes of the primary care unit which we have described are 
difficult for an individual practitioner or small office-based group to 
incorporate directly, but linkages can be forged whicL will provide a 
capacity for outreach, coordination and accoimtabiUty. For example, the 
local public health agency may provide the local physicians with a part- 
time public health nurse or social worker; some health departments 
provide office space In exchange for the physician's participation in the 
department's health service programs. Many visiting nurse agencies have 
cl<^ and active working relationships with physicians m private practice. 
In some rural areas, the agricultural extension agent has been enlisted to 
provide foUowup services, and some welfare departments work closely 
and effectively with private practitioners to make sure that referrals are 
completed and to help coordinate care. Services such as food supplements 
and nutrition education, crisis counseling, classes in preparation for 
childbirth or parenting, alcohol and drug abuse programs ^c often 
offered bv health departmenvj, health centers, and hospitals, and needed 
by some ^ of the patients of private practitioners. If there were better 
hnka*'es between these programs and institutions and the private 
practitioner, the latter's capacity to deal with a broad range of problems 
would be greaUy enhanced. Therefore, both public and private funds 
should be made available for demonstrations of better ways of making 
health-related services accessible to physicians and dentists m office-based 
practice, and of encouraging them to make use of such services. 

Hospital Outpatient I>epartmeiits 

Hospital outpatient departments are of great significance for the health 
of children and pregnant women for two main reasons: hospital clinics are 
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the source of ambulatoiy health services for many mothers and children, 
and they axe typicalty the suiting in which ph3rsicians receive most of their 
trainii^ in andKilatocy care. / ' 

Nationalhr, about 14 ocrcent of all child health visits are to h^pital 
clinics or emcrgen<or ro<Sis; among low-mcome children over one-fourth 
erf- an amlnilatoxy care is rendered throug|i the hospital outpatient 
dmutment or emergency room (6). 

Many families use ho^tals as their regular source of care. In some 
areas of American «tics there are no other options, particularly for 
pecfiatric care. For many families there are no other options they can 
most hospitals accept Medicaid patients, and many ho^tals 
accept patients who have no source of payment. But often, hospitals are 
chosen as the preferred provider. Some famihes form an abiding 
attachment to the place where their child was born, and continue to return 

there for care. For others, the decision to use the hospital outpatient 
department (OPD) or emergency room (ER) may be based on the quality 
of medical personnel as compared to those in other health care settmgs, 
their perc«>tion of the severity of a child's illness, hours at which care can 
be solvit or is required, and the expense and inconvenience they are 
likely to incur in seddng care elsewhere. 

Many hosx-ital outoaticnt departments offer extremely high quality 
ambul^ory pediatric and prenatal services. However, care in this setti^ is 
often episodic and— with some notable exceptions— frequendy manced 
by anOTiymity, fragmentation, crisis orientation, discontinmty and high 

liiese defects, ^vi^ch undermine the effectiveness of much hospital- 
based ambulatory care for the patient, also d iminish the quality of ttaining 
r eceived by pe<fiatricians, obstetricians, family pracUtioncrs and nurse 
practitioners, for it is in the hospital outpatient setting that most of th«c 
practitioners, and other health-related professionals such as social work- 
OT, receive the bulk of their .training in ambulatory care. Many current 
problems are thus perpetuated. 

There are many obstacles that keep hospitals from providmg more 
accessible; continuing and conq>rchensive ambulatory care to children 
and pr^nant women. In some areas, physicians in private practice who 
are <m the hospital's attending staff may view high quahty hospital-based 
primaryr care programs as a competitive threat. But the most formidable 
problems are those that stem Mm. cost considerations and prevaihng 
arrangements for financing hospital outpatient care: , - . ^ r 

Z Costs of providing services in a hospital settmg are high. C-^ts ot 
space, utilities, maintenance of medical records, etc., arc substan- 
tially greater in a hospital than in a doctor's office. Some experts 
estimate these factors cause a typical office visit in a hospital to 
cost $20 more than in a nonhospital setting. 
• The vast majority of organized ambulatory care provided m 
hospitals is performed in teaching hospitals where costs are 
cspcciaUy high because of the added costs of training. Although 
piivate foundations and Federal and State Governments have 
made grants to some hospitals to offset training costs m primary 
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care, many hospitals do not receive such subsidies; even many 
that do find them too limited. 
«, The cost differential for visits to an OPD is exacerbated by the 
way hospitals distribute costs. The costs (but not the revenues) are 
distributed disproportionately to the OPD, in part because the 
biggest single payer for hospital care. Medicare, requires an 
averaging approach, whereby most hospitals choose to attribute 
total costs to various parts of the hospita' based on such factors as 
how^ much space the program occupies. And although most clinic 
spaces are utilized only 8 hours a day, allocation of their costs for 
housekeeping and maintenance are based up)on 24-hour-a-day 
utilization. 

• While present arrangements make costs high, fxmds to cover these 
costs are especially limited. Primary care providers are at fee 
disadvantage compared to specialists, who are more apt to recoup 
money by performing procedures which are covered and ade- 
quately reimbursed by insurers. Also, much less of the primary 
care providers' overhead, staff, and similar exp>enses can be borne 
by other hospital sources. Medicaid's fixed fees for outpatient 
clinic visits are typically lower than the "usual, reasonable, and 
customary charges," and even though this same fee may be paid to 
out-of-hospital providers, it is more burdensome to the h *spital- 
based provider whose costs are higher. In the case of private 
insurance, outpatient care is frequently not covered. 

« Public hospitals frequently have especially severe problems. In 
areas with relatively generous Medicaid benefits and a large 
number of hospitals, there may actually be competition for 
Medicaid-eligible patients, as some private voluntary hospitals 
"skim" off Medicaid-eUgible patients, leaving other community 
hospitals and the public hospitals to care for the medically 
indigent and illegal immigrants. 
To provide children and pregnant women with ambulatory services 
characterized by continuity, comprehensiveness, and accessibility — result- 
ing in not only better and more cost-effective care, but also significantly 
improved professional training — hospitals which provide a substantial 
amount of outpatient care to children and pregnant women must make 
fundamental changes in their organizational arrangements. 

Many hospitals have already succeeded in-making the kinds of changes 
we view as necessary. These include the following: • 

• Hospit^s should establish primary care centers of various kinds 
vvith the help of both public and private funds. These primary care 
centers can incorporate many fimctions previously performed in 
specialized clinics but with a special emphasis on m a k i n g services 
accessible, comprehensive, continuing, an-d responsive to the 
needs of the families served- Especially wLen there is a stable 
source of funding, this can be done by utilizing staff physicians, 
nUrse practitioners, and other health related personnel, and 
establishing strong links to the community. In some hospital 
OPD's continuity of care has been promoted by using a team 
a|>proach in which regular faculty remain with a group of patients 
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only the trainees change. Also, residents and faxniiies or 
D3iients can be matched up an/d stay together for the ftiD course of . 
^president's training « order to provide continuity to both 
p^tieDt and trainee. 

f^jfttber <feve{opQ2£32r of hospital-based group practice should also 
^ cacooragcd because greater continuity and more personal care 
possiWe in these settings than in tntditional OPl^'s. However, 
XnKjSl bo^tal-bascd groi^ practice arrangements tend to offer a 
^j3jrowcr range of services than the hospital-based primary care 
^^tefs» and often find it niorc diflScult to provide the full range of - 
jj^th-rdated services which arc so inq>ortant to children with 
^j^cial needs, or who are at hi^ risk for either social or medical 
*easons._ 

X^epco-doJ^ upon cxrcumstances, some hospitals should assume 
t^gpoBsibility for the creation axid operation of ^centralized 
f^isoBiy^ care ctzu'ts in near&y or ouHyixk^ jxeigbb^^oads, with 
^— propti^te incentives for their use. In many areas hospitals 
^^yvide the best organizational locus for one or n»ore peripheral 
Xj^ghborhood primary care centers, ^K^ch may ^ needed to 
l^rovide the target populatic«i with services that are both geo- 
^j^hicaHy and psychologically accessible. 

^ospif^ o^'^P^tieat departments when they are tiot the regular 
^ttfcc carc^ ^nd hospital exncrgency rooms, should assure 
^ygteBoat'c traj^smittal of inedical inforxti^tion to the patient's 
Pffitaary cane provider, and estabUsb mechanisms for encouraffng 
fi^tients and. their families without a regular source of primary 

to select and use one. 
fjffkagcs between hospital OPJO's and coazununity^ services must 
improved to enable both to function more effectively. First, 
Ij^ygpital OPD's must be more available to conunnnity primary 
s;i^xc providers fbr consultation and specialised service baclcup. AU 
Diedical schools, schools of nursing and teaching ho^itals with 
ji^^diatric, family medicine, and obstetric departments, including 
those on wbich large numbers of families do not depend for their 
^tnioiary ambulatory care, sbould be encouraged to establish more 
^^cctive Working relationships with private practitioners, free- 
standing child and community health centers, public health 
^v^fjics, school health programs, day care centers, and correctional 
^d other residential institutions. They should offer to all of these 
Qtber sources of care the kinds of collaboration and backup 
s^fvices they most need, including medical consultation, secondary 
^jjd tertiary care, and various psychosocial services. In addition, 
^^^gpital primary care units and group practices should be able to 
Hiobili^ the services of other agencies, including home health 
^cncics, " community mental health centers, p«bUc health 
^Ipaitments, family planning centers and social agencies on 
Ij^ljalf of the families they serve. 

"1*0 provide an optimal training setting, the hospital OPD must be 
KifT^aniz^ ^ such a way that health professionals of all kinds, and 
^fall stages or their training, can learn to provide continuing 
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personalized care, and to collaborate with parents and with other 
health professionals, including other physicians, nurses^ social 
wrkers, psychologists, nutritionists, and educators. Especially, 
there must be opportunities to acquire skills in caring for children 
with developmental disabilities, chronic illness, and handicappmg 
conditions, as weU as skills in counseUng, anticipatory guidance, 
developmental appraisal, coordination of services, plannmg com- 
prehensive care, and mobilizing available community resources 

ilOX - ^ 

It is extremely difficult for hospital OPD's to change in the ways we 
recommend unless changes are made in Tmancing arrangements of third 
party payers, grant programs, and hospitals themselves. Most r^nt 
modiTications of OPD's have been made using private or Federal 
demonstration grants. If more hospitals are to provide more efFecuve 
ambulatory services to children and pregnant women, and do so over the 
lone run, the following steps must be taken: ^ ^ j 

• The costs of teaching in ambulatory settings must be Hnanced 
through subsidies for this purpose, or by increased payments from 
third party payers. These costs include the reduced producuvity of 
health professionals engaged in teaching, and the support of 
special services and personnel that can demonstrate and teach the 
skills required to assess patient needs and to coimsel patients 
without excessive utilization of technological procedures. 

• Ne-w methods of paying for primary care rendered by hospitals 
should be developed, using public and private demonstration 
funds. Among payment mechanisms which should be considered 
are capitation payments to primary care imits which are not full 
HMO's- methods whereby savings which accrue from reduced use 
of inpatient care as a result of more effective outpatient care can 
be identified and treated in ways that provide incenuves toward 
making ambulatory care more accessible and more appropriate 

• arantsunderSection328of the Public Health Service Act should 
be expanded to support more comprehensive care centers m 

m ^f^'^^Jg^int and efficiexfcy of hospital-based ambidatory 
care must be improved, possibly through estabUshment of sepa- 
rate cost centers which would make the various components of the 
program more accountable. Further studies <and demonstratioi^ 
are needed to define more clearly how separate cost centers and 
similar mechanisiils might be employed to provide ambulatory 
health care more efficiently under hospital auspices. 

• Methbds of defining and allocating costs within hospitals must be 
modified. This could probably be brought about most expeditious- 
ly through changing the Medicare rules which result m attribution 
of unreasonable amounts of expenses to outpatient cUnics. 

• Other financing changes recommended elsewhere m this report 
(see chapter 9) will make it easier to implement our proposed 
modifications in hospital OPD's. These changes include raismg 
payment levels for primary care, expanding third-party coverage, 
Sd providing a hi^er priority for outpatient care. In addition, as 
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recommended in ch^ter 8. special provisions must be made to 
reimburse hospitals for care to the poor with no sources of third- 
party payments, including refugees and illegal immigrants. 



Publicly Financed Coni|>rebensive Care Centers 

Publicly financed or subsidized comprehensive care settings include 
Community Health Centers (CHC's), Migrant Health Centers, Children 
and Youth projects (C&Y), Maternity and Infant Care projects (MIC), 
some health department programs, and rural primary care centers. These 
programs are intended to provide a fuU range of primary health care 
senoces, are linked to secondary and tertiary care, and usuaUy also 
provide social services and some support services. They employ physi- 
ciaxts, certified nurse midwives, and nurse practitioners, and most do so 
very effectively. Sometimes they provide environmental interventions, and 
many have a commitment to commnnity participation, outreach, and 
other mechanisms for minimi2dng access barriers. 

Many of these programs have been highly effective m providing 
previously unreached populations with needed health services, with 
subsequent decreases in hospitalization rates, infant mortality rates, and 
the incidence of prevcntabJ'- diseases in the areas served. In addition, 
while not aU programs hi e been of equally high quality and cost 
effectiveness, there is amjJe evidence that quiility and cost compare very 
favorably with those of other provider arrangements, many of which offer 
a far narrower range of services. To cite but three examples: 

• A recent study showed that in one co mm u ni ty total Medicaid 
payments, including hospitalization, were as much as 60 percent 
more for persons not getting their care from co mm u ni ty health 
centers than for users of CHCs. Cost differences in other 
communities were smaller but still significant ( 1 i )- 

• Within 2 years after a neighborhood health center was established 
in a Rochester location which had previously beer the site of a 
clinic with limited services,- there was a 38-percent decrease in 
emergency room visits by center area children. During the same 
period, pediatric visits to the emergency room from other areas 
increased by 29 percent 

• A new study comparing outcomes for pregnant women m a 
maternity and infant care project in Cleveland with those of a 
similar group of women getting care at the same hospital, but 
without the supplementary services (which included more patient 
education, nutrition coimseling, social service assessment and 
intervention, speciaf services for adolescents, and missed 
appointment foUowup), shows women receiving care through the 
maternity and infant care project experienced 60 percent less 
perinatal mortality ( 

E>espite their positive track record, comprehensive care centers stiU 
serve only a fraction of eUgible children and parents m the Umted 
States— about 4 million chUdren in fiscal year 1981— although we beUeve 
they should serve far more. They remain a model for service deUvery with 
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great unfilled potential to deliver high-quaUty care in the N ation's areas of 

twovider scarcity and hirfi health needs. ^ 

There are two major types of federaUy supported comprehensive care 



Xig^rant Health Centers 

Conmmnity Health Centers were first funded by the Offi^ of 
Economic Opportunity in 1966. A similar PubHc Health Service (PHS) 
program was^Srted in 1968, and in 1973 aU program authority was given 
to Se PHS. Roughly 150 early centers were characterized by project 
erants to community groups with consumer governing l>oards, employ- 
Sent of community residents, fairly large size, significant capital invest- 
ment, and provision of a fuU range of preventive and support services as 
as basic medical intervention. ^ ^ . ^ -j lo-rrv^ 

Two variations from the original model occurred during the mid- li* /vs. 
Virst, new centers known as Urban and Rural Health Uiitiatives w«^ 
resected to a more narrow medical approach to care, and health-relatea 
ser^ces were reduced in existing centers. Program administratorsand 
ben^ciaries criticized the narrower range of services and were succc^^ 
in obtaining a 1978 legislative requirement that funding for most of 
services^e restored. Second, new centers tended to be smaller and 1^ 
capital-intensive, a modification received positively insofar as it mcrcased 
flexibihty t<xmeet needs of small communities. ^ . ^ 

Between 1977 and 1981, funding increased more than 60 percent and 
capac doubled. In fiscal year 1981 roughly 1,000 Commumty and 
Mim. t HealthN^enters will serve * total of twariy 6 miUion perso^— 3 
mimon cljldrcn— at a grant cost orS398 miUion- Nearly aU current efforts 
are in high poverty tmderserved areas. , 

Centers are stiU funded throu^ project grants and nearly all *iavc 
consumer boards. The centers are required to provide most primary healtli 
care, transportation and some support services. Home health, dental, 
bilingual and outreach services and health-nutrition education must be 
provwled on demonstration of need; environmental and psychosocial 
services are optional and often supported by other grants. 

Maternity and Infant Care and Children and Youth Projects 

The Federal Government also funds primary care projects for ch^J^f^^ 
and pregnant women indirecUy, through a program of Maternal and Child 
Health OSCH) formula grants to States. These pr^rams were orignally 
Snded throu4 direct ^oject grants by the HEW Children's Bur^u 
under Title V?Childr«i and Youth Projects (C&Y) provided children with 
medical, nurang," nutrition, social woric, and a broad ra^c of 
services. Maternity and Infant Care (MIC) project grants, begim,^ 
focused on high-risit pregnant women and infants, mduding their necos 
for primary <5re and related services. Etoth types often had consumer 
advisory, but not consumer governing boards. ^ ,j ^ - 

Starthig in 1974, funds for C&Y and MIC projects were folded mto the 
State formula grants of the maternal and child health program. States 
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reqoirod at least to Trm»fnt^fr% pfe-1974 levels <^ service. States without' 
at least one MIC and C& Y project were required to start one, and it was 
Ittjywl that they would further r^iicate these projects in areas that still 
laclced accMf ss to care. 

WhOe some States expanded their support of these programs, most 
States c^KMC to continue their other ^maternal and child health activities 
xather than prqfects wfaic^ some regarded as federally imposed, 

whidi were c j^ensi ve when compared to less comprehensive and more 
tracfitional publie health services targeted on smtilar groups, and which 
f ni^iiii - i^ greater adherence to Federal standards. In fiscal year 1981, 88 
NOO projects with S6Z million in Federal grant funds will serve abdut 
45(X00D moOiers and 300,000 infmts. Ninely--six C& Y projects will serve 
aboot 6C0t,0QO individuals with S65 million in grant funds. 



An integral part of Federal siq>port for primary care in underserved 
is the Matkmal Health Service Corps (NHSC), which deploys health 
profess ionals in underserved areas, with or without a prior scholarship 
oUiigation. When the Corps was initiated in fiscal year 1971, most 
physicians were placed in a solo practice setting, many in areas with the 
potential for self-sufficiency. This occasionally led to conflict with 
pl^sicians in private practice and often left high pover^ areas unserved. 
The current ^■■**^p>*^^^ is on placing such personnel into comprehensive 
care "^^^^ to better meet the multiple problems of high poverty areas. 
I%3wever, put^c li^alth departments and pniblic hospitals are currently not 
digiUe for a MHSC placCTMaat unless tb^ reimburse the Fedeml 
Goverimient for the cost of that individual's salary. # 

In 1981 the MHSC will deploy 2^500 primary care practitioners at a total 
fi^d cost of S87 million. About '^5 percent will be placed in Communis 
and &figrant Health Centers. The remainder will serve in 270 independent 
practice sites which comprise a slightly different model of health care ^ 
delivery. Health-related preventive, su{^>ort and psychosocial services are 
not as likely to be provided, and most independent sites are located 
outside of high poverty imderserved areas. 

The principal limitation on all of these comprehensive care centers has 
b een their high dependence on fluctuating and jmpredictable funding. 
Various efforts have been made to reduce this dependence on Federal 
grant support, including broadening eligibility to include the non-poor 
with sliding fee arrangements, offering care to those outside original 
catchment areas, attempting to enlarge the comp>onent of care reimbursa- 
ble by Medicaid, searching for other public grant monies, and conversion 
to an HMO practice modeL These efforts have resulted in significant 
diversification of funding for most centers, although cotc support from 
Federal grants remains an essential budget component for most* (Some 
c ompreh ensive care center^ including some neighborhood clinics opcr- 



ated jointly by hospitals and local health departments, arc funded - 
exclusively by Statics and counties.) ' ~ ^. - e 

Fiscal pressures have resulted in many centers, curtailing scpaces for 
which third-party reimbursement was not rcadUy available, ev<^ when 
these services were considered particularly important and effectiyc. 
Recent data suggest,' for example, thai among those centers with 
increasing financial problems, outreach and preventive services tend to 
receive decreased emphasis ( 1-4). ( , ^ j i 

Another problem surrounding these programs has been the develop- 
ment of an appropriate reUtionship between the comprehensive health 
centers and the pnScess of State and local planning, resomt* aUocati^ 
and standard setting for maternal and child health care. Historically Ae 
centers have relied on a direct relationship with Fcu«al authorities for 
their initiation and continuing support, substantially bypassmg State and 
local ssovemment. This was logical at the outset because the centers were 
creat<5 in large measure to meet needs which State authonue? had 
consistenUy failed to address. There remains an understandable anxiety 
among the directors of many centers that State involvement or control 
mijzht undermine their effective operation and inhibit the development of 
additional centers. But aU would agree that lack of coordination m 
, — selecting sites and relating to parallel efforts under State and local 
> sponsoiShip has at times led to inefficiencies in the use of scarce primary 
«ije resources. (Our recommendations for resolving this dilemma appear 

in chapter 10.> , 

The design of most federaOy supported comprehensive care arrange- 
ments is highly consistent with the primary care units the Panel support; 
thev are likely tQ have the characteristics we have identified as effective. In 
some areas they continue to be the only viable mecham^ for dchvcrmg 
cost-effective care of high quahty to poor mothers and children. Tbc i'anci 
strongly recommends that Federal and State Oo^emments conOnue to 
rega^compr^ensive care programs such as the Comxnumty and Migrant^ 
^th Centers, Maternal and Infant Care Centers, andChildr^ and 
Youth Centers— together with deployment of T^atxonal Health Semce 
Corps personnel-as the best instruments for ipcrea^g acc^ to W 
av^lSity. of appropriate primary care services /or children and pregnant 

xvomcn in underserved areas. This means that : ' 

m The Congress should increase its grant support, on as predictat>le 
a basis as possible, to aUow existing comprehensive care centers to 
serve more clients and to permit the addition of comprehensive 
care centers to new sites as needed; ^*t/" ^ 

• The Stat^ should similarly seek to support and expand MIO 
C&Y projects. When the dcercr " support which MIC and C&Y 
centers receive under existing a oigements is not commensurate 
with their potential for improving maternal and child health m 
underserved areas; Federal authorities should take the initiative to 
stimulate their expansion and continuied successful operation; 

• The I>epartment of Health and Human Services should further 
develop and facilitate support of comprehensive care centers by 
providing technical assistance, revising regulations, and requcstmg 
legislative changes if necessary, to make it easier for the centers to 
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draw on and coordizrate with various other sources of Federal and 
State funds, including -Medicaid, f^pily planning, preventive 
health services,* Head Start, Title XX, and mental health services. 
Also, in some communities MIC and C&Y prefects might best be 
colocated, or provided at ti|,e same site as a Community Health 
Center; * 
• Federal su|^X7rt for the dev^opment of nurse practitioner and 
nurse midwife clinics in sparsely populated areas should be 
increased. 



Health Maintenance Organizations (HMO's) 

^ At present, approximately 5 percent of the Nation's children and 
pregnant women are cared for by HMO*s (prepaid group practices and 

^ independent practice associations). Since HMO enrollment is primarily 
through employed groups, families who belong to them are predominantly 
middle and upper middle class, although a. few urban HMO^s have a 
significant lower income clientele* HMO's, which originally were a West 
and East Coast phenomenon, are now developing throughout the United 
States. In 1971, there were 39 plans serving 3.5 million . people (/5)- By 
June, 1980 there were 234 serving an estimated 9,03 million persons (i6>* 
In another lO years HMO's are expected to serve 20 million Americans. 

HMO's have the potential to do a more effective job than they now do 
in serving women in the reproductive age group, and children. They 
provide cost and quality controls and the c^portunity for collaboration 
among a varie^ of health workers, a combination that is difficixlt to find 
outside of organized settings. Financing is not generally pegged to the 
speciific services provided, allowing greater latitude for the provision of a 
broad array of appropriate services by a variety of personnel. Financial 
incentives operate, at least in principle, to encourage the provision of 
preventive services, primary care and health education and to reduce 
imnecessary care. For example; the Puget Soimd HMO estimated that by 
integrating a stepped-up prevention program focused on high risk children 
into its comprehensive care program^ it was able to significantly reduce 
the need for other services, with resulting savings of $100,000 per year 

The two best safeguards that consumers have to protect them from 
possible imderutilization of services from HMO's are the potential of the 
HMO to tmdertake (1) rigorous quality reviews, since there is an enrolled 
population and relatively easy access Co comprehensive records, and (2) a 
systematic program to keep consumers well informed so th^ey can monitor 
their own and' their children's care. 

Of partictilar importance to children and their parents is the fact that 
the HMO places no limits on primary care visits, that psychosocial 
services and counseling are offered in^ many HMO's through health 
education classes and health promotion activities, and that most HMO's 
systematically and actively encourage well-child, examinations and pro- 
mote immunizations. 
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Tbe P&ncl urges that all HMO s review and expand their abihty to 
provide all needed services to children and pregnant ^omenas P^of 
their regular beneHt package. Federal policies toward HMOs should 

'''V°^^':tp::^:^^^^ ponaes gove^ng eligibiUty operate to i^bit 
cnTo^ent of low-income ^pulations in HMO's Current hedcr^ ^^^ 
to develop HMO's :^ a mean^ ^^^^^'^^^'L^ health costs and to 
HMO's to operate without government subsidies have had 
effect of disc^--:dng them from attempting to serve larger ^^^/^^""[^^ 
noor The fluctu^iung eligibUity status of many poor families £?r 
. reTmbmS^entldds another complication for a program which pu^ 

It^pSarUy on continuity of care, and where projects! savmgs may be 
iSocfated ^th long ter^ membership. Categorical ^nding^ed at 

^^fc target populations and at provision °^^.<=^^".5T^^^*^,^t,^^*3 
o^atient Lre but not inpatient care) is at variance wiOi what the HMO 
d^^^t, providing all faSiily members with comprehensive <^verage for 
alHiSSt^services^ At present, only about 1 percent of Medicaid 
beneficiaries are enrolled in HMO's. «r tUt- 

The Panel recognizes that for the near future m most areas of the 
countrv HMO's ^5u not be the dominant mode of senace 

pS^nise of this service delivery mode at its best is si^sjantiai Fede^ 
authorities should take three steps to make it more attractive ^or HMOs 

rr> enrol] lov, -income mothers and children: • , i_ • ^ 

to <^^'-^''^^^^^ ^^^^^ ^ provided as an incentive or parUal subsidy 

for those HMO's enrolling substantial numbers of low-income 
children and parents. ^h^„M 
• Medicaid regulations regarding scope of berieHts ^ 
Waived, as necessary, to enable HMO's enrolhng low-mcome 
famUies to offer the same beneHt package to these famihes as to 

atbcr subscribers. . . ^^^^i^ 

. Further eflorts should foe made to develop reahstic models of 
prospective reimbursement to HMO s for tbe care of groups of 

low-income children and famihes. 

Where pretJkid systeins for providing cost effective comprehensive care 
to^Seif 2d c Jdren are already in operation, such ^3^^"^.^ 2^<*>! 
mSuraeed to add low-income families. The use of grant funds and the 
we^^ o*^.r^n Medicaid regulations (as permitted under e«stmg Uw) 
wo.^" mUe possible Federal%ubsidy for low-incoc^e Pf.'^'f -^^y 
r«d certain Additional services to help them make optmal use of toe 
HMO?^ would encourage the use of prepaid capitaOon I«y"««ff°^ 
^ ikpatient and outpatient care. For o^'-f ^-^^ ^f^^.f^^t^^ 
enrolled in HMO's it shbuld be required that if a fajnilj leaves ae 
S?S.Sd rolU the Stau= Medicaid program reports such loss of ehgibihty 
^^^y ^d e«tnds HMO eUgibili^ for at least 6 months to ensure 

^HMSUSi demonstrations, which would waive State r^tricdo^ 

:ior^e-t-ii:^irnrs;s-"^r^e^^^ 

o^^S^s^^d^low k,w-;ncome children and their parents to receive 
SeS^e WSt package and be cared for in the same way ^ other HMO 
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clients; participazit families should receive the assurance that no benefits 
available to other Medicaid families wiU be denied to them (e«g., dental 
benefits). Wherc^HMO*s have developed particularly valuable maternal 
and child health programs (i-e., preventive services, health promotion, 
psychosocial and educational counseling) such programs should be 
studied as demonstrations of what might be encouraged in other HMO's 
with similar populations and settings. Federal effort should concentrate 
not only on extending access but on generalizing successful elements of 
some HMO^s to other HMO's. 



Healtli Department Clinics 

It is estimated that roughly 2,000 State, county and city health 
departments in the United States arc involved in the delivery of direct 
health services to mothers and children. Most do not offer comprehensive 
care, but rather pre- and postnatal care, well-child care, immunization 
services, school health exams, and other primary preventive services. 
I>uring the 1960*s and 1970*s, however, some large health departments 
began to assume responsibility for establishing and operating comprehen- 
sive health centers. A significant number of such centers are now in 
operation, serving £q>proximately 0.5 million children. A recent survey 
indicates that over half the local health departments in cities with more 
than 100,000 population - now sponsor at least one facility offering 
pediatric primary health care. Approximately one-quarter of these 
departetients c^>erat$^ore than five such, facilities < 18}. 

Important regional differences prevail, with health departments in the 
Southeast, Pacific, and Mountain areas more involved in medical care 
delivery than those elsewhere. Fimds from Title V, Section 330 of the 
Public Health Service Act, and more recently EPSDT, have provided 
considerable Federal supp>ort for p entive care in health department 
clinics. The widespread existence of health department facilities and 
personnel haf made them a natural base in the eyes of many for further 
development maternal and child health services, even though both their 
budgets and their servi^e^ usually are qmte limited at present. In 
underserved areas, the health department may be the most realistic 
institutional base for further development of primary care services. 

Trend data suggest that maternal and child use of public health clinics 
has increased^ over the past decade in response to the <:^panded 
availability of funds for services, in large measiire because of the EPSDT 
program. Twenty-three States rely exclusively on health depiartment 
clinics to carry out the screening portion of HPSE>T; only ei^t States 
implement EPSOT v^ithout any participation of hejalth department clinics. 
Nationwide, one in five new mothers in 1976 received some maternity 
nursing services from health department personnel and more than 17 
percent of ail infants received care in health department well-child clinics. 
Comparable use rates have been experienced in health department family 
planning clinics; Thus health department clinics remain a significant 
component of the matercial and child health care delivery system,, and 
have grown in their relative imix>rtancc over the past 20 years (/^, IP), 



Health department funding sources vary. City or county funds are Uie 
most common source of support, along wi^ Urmted ^i^^f^Jj^.^^J^ 
aJwT Federal Title V and Title XIX and Public Health Service (Sccuon 
3?^d)r^o^^ -^e rural health departments found -osUy^n the 

iou^^east are heavUy slate supported while urban ^"^^J^J^f^r^^ 
^oeciallv in New England, rely primarily on local support (i9). Those 
SSng comprehenSve care'^are usually either direct recipien^ of 
^edeSl Irimai^ care funds (e.g., Denver, P""^^^) 7, j^^^^.^,*^^^^ 
networks including Federal programs and those funded from their own 
SuTc«S^(e r Bostln). Many hxrSl health departments offer somewhat less 
^mp^hen^sive primary cJe to a large, sparsely populatec^ area, some- 

^^'^H^e^tli^Sf^a™^ and effectiveness. In several 

StaterSe Smte^ealth department is characterized by strong leadership 
W Srong sup^^^ from The State legislature. In Michigan and severa 
other SSfes, ^health department's maternal and child health unit 
^nt^ols the EPSDT, Tide V, and WIC accounts, "^^^^f f^/^™ 
people who administer the programs to make decisions 
monies in these programs. The department also gets a o^P«*=^^J^^^^^ 
SLde" from the State legislatVu-e, based on anucipated Medicaid 
reim^burs^mTnts for the year^ EPSOT money therefore can be used in a 
t>urchase-of-services mode, much like a formula grant. 

^ In ^atama, the health department received a modest increase m lU 
maternal and child health funding over tl^e last 3 years, ^nd has ungraded 
and extended its maternal and child ^^^1^, f i^,^^/. ^ 

period the statewide infant mortahty rate fell from 20.0 to 14 3 P«r l,00O 
live bikhs, while the racial differences in infant mortality dechned by 75 

^In^cioSa all maternal and child health services are located in one 
section of^e State health department. In addition, there is a yearly 
^propriation of approximately $8,830,000 in State ^^nonies to fund the 
hf^ rilJT prenatal ^re and oSier maternal and child health pro-ams. 
Be^LiSe oFthis coordinated effort, Georgia has made sigmricant smd^ in 
Ae development of a regionalized system of perinatal care In addition 
STmui^tfoTlevel^ currently exceed 90 per-nt, ^^PP^^^^^ 
Food Program for Women, Infants and Children (WIC) has enrolled 
620O0 movers, infants and children in all counUes of the State All 159 
coupes offer child care through the local health <l-P™^^;^-if^"^*^^^ 
15 also provide prenatal care. A network of genetic servic<K has been 
ievSS ^th Federal and State funds through a P^^iership between 
medical and nursing schools, education, health departments, and private 

In'SuesTuch'is Denver and Cincinnati, local health agencies have been 
ab e to utili^ a combination of Federal, State and local funds to create a 
nelwork of^omprehensive care services with dramatic impact on the 
health status ofchiidren and pregnant women. ^i^ilarlv 

Weaker State and local health departments have not been similarly 
sucTe^fuI in^uUing together progranS and funds. The General Account- 




in^ Office found, for example, that State maternal and child health 
agencies *^have generally not fulfilled the role of focal point for improved 
management of activities directed at improving pregnancy outcome^ (-22). 
The main problems are limitations in the nature of the programs, in 
administrative capaci^, and in funds. 

A further conlplicating factor is that in some areas of the country, 
services have not been resp>onsivc to the needs of racial minorities. 
Likewise, in some conununities health departments are dominated by the 
State or local medical society, which may oppose their assuming an 
expanded role in the provision of a full range of primary care services. It 
should be noted, however, that many health departments have successful- 
ly overcome these adversities. 

A central strategic issue is whether to recommend that the promising 
developments of the recent past be reinforced and health departments 
made the base for the further establishment of comprehensive primary 
care units, or whether to place policy emphasis on other sponsors and sites 
of care. 

It can be argued that because the health de{>artment*s historic role has 
been to provide environmental and preventive health services, without any 
dear m^m^^te to provide comprehensive primary care services, it is 
inappropriate to add new primary care services to existing health 
department clinics. This line of reasoning emphasizes the fragmentary 
nature of traditional health department preventive care clinics, their 
limited availabili^ (c*g., services are often provided in only a few sites, 
sometimes on only 1 day or for a few hours each weekX and the difficulty 
many health departments have in attracting qualified personnel. On the 
other hand, health departments represent the only substantial existing 
infrastructure on which to base care in many low-income areas (almost 10 
percent Df departments report being the only source of organized 
ambulatory care in their district), comprehensive services sponsored by 
health departments have been deUvered in some places during the f>ast 
decade, and more health departments could be effective sources of 
comprehensive care in many low-income areas if strengthened and given 
the needed resources. 

M^thout additional public support, many State and local health 
departments will continue to have a limited capacity to provide primary 
health care services. It also seems clear that because some Federal 
initiatives have in effect circumvented State health departments by 
directly funding local grantees, these departments are somewhat demoral- 
ized and in need of a clear definition of their appropriate role in the 
provision of primary care services. Health department emphasis on 
primary care to mothers and children has in many are^s been eroded by 
demographic shifte requiring added attention to the needs of the elderly, 
and by the greater availabihty of fimds for services to the elderly, 
especially through Medicare. 

The Panel recognizes that health departments have certain unique 
functions and responsibilities. (See chapter 10.) With regard to their role 
in the delivery of primary care services^ the Panel concludes that as with 



' other deUvcy arrangements, no single poUcy .^^^^'^ 
1 i« er>Tne Ireas health departments will indeed offer tne D«i 

those areas they should be fuUy utilized- 

economic hardship- in many arcaa», i«j ^^ixx t' rrw^aicallv indieent, 

care a, moderate expense ^c^^^J^^'J^^^^^^^ 
and additional populations who would otherwise seen care f 

><Z' fforiti^ °^r"San*=rul;'S^«nrrr 
comprcbcnsrvc pmna^ J^irlgcsLtTbcaltb departments and/or Tit/e 

conduct such P'^^g^^' ^/^^^e that a major mechanism to assure 
Srade,^-« -1.^^^ 

such standards were uiiuated r"^" °4^%r%^g. We 

Health and Human Services, but JtmSS^in Te ii^edi- 
believe the standard-«=ttmg P'O^Jf^^^j^^^ and should 

S^te^ -e^t'^.^^bout funding of 

^^BJ^^y^^^^'^^^ "t^iSfer^^somt 
teachmg hospitals f^^.^J^^^ ^th each other, and evc^ 

instances, they may be able t«> consim wim c^c involved. Both 

each other's performance to ^e ^^Sfc^^ explore and 

public and private funds should t>e made ^^^J^ ^ers that 

H^aTS:: rr\^:?^n^"te^'-d c^d^^^^ 

::Stor from t^^lf of^^ obstetrics, and family pracUce m the 
medical education sector- 

School Healt*- Services 
chll^to^ l-^ti^V^^i 
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, . The nation has 16^000 public school districts, and at any one 

time approximately 99 percent of 6- to IS-year-olds and about 90 percent 
of 16-Juad 17-year-okis axe enrolled in the schools (23). One billion dollars 
are spent annually, principally from local and^ State tax revenues, to 
support a variety of functions categorized as "school healt*^ ' ms is not 
much in terms of total school expenditures or total health expenditures, 
but it is a lar^ amount when compared to other pubUc support for child 
health services. There is a similarly significant commitment of health 
personnel to school health functions: there are some 3O,000 full-time 
school nurses and almost one of cveiy six pediatricians in the country has 
accepted some form of responsibihty for school health services (24). 

The traditional role of school health programs has been limited by State 
law and by custom to a rather narrow range of preventive and educational 
services. Typically, school-based health personnel have performed routine 
services such as checking immunization records, advising on the manage- 
ment of children who get sick or injured at school, performing physic^ 
examinations for members of athletic .teams, and assurmg a healthy and 
safe school environment. Preventive care efforts have varied widely m 
scope and quality. Because the priorities of school authorities have not 
alwlws coincided with those of health authorities, school programs have 
genoally been perceived as marginal in their effects on child health. In 
^me in'FTa^^^, valuable preventive care programs, such as dental hygiene 
programs which once existed in some schools, have diminished in scope or 
dis^peared as a result of reduced tax support, lack of pareiit advocacy, 
and msuflicient backing from the pubUc health and medical care 
communities. Such programs have sometimes been perceived by health 
professionals practicing in the community as competitive with their own 
services, particularly when they go beyond case finding and referral. 

The role of schools in child health is under active debate today. There 
are those who advocate that schools limit their role to health education, 
first aid, case finding and referral, and assuring a safe and healthy school 
environment; others would like them to become sites and/or sponsors for 
provision of a broad, possibly comprehensive, array of primary care 

services. . , ^ 

Arguments against expanding the role of schools as providers ot 
comprehensive primary healti:< care include the following: 

• In many States the law continues to impose major limitations on 

such programs. - #■ 

• Certain problems are inherent in trying to establish pnonUes ot 
one service sector in the pro-ams and facilities of another. The 
school superintendent or principal may never accord health 
services an appropriate priority. In a time of budget cutting, 
school health services may be the first to go. 

• To the extent the school hires health personnel and controls 
operation of the program, linkages to the pubUc and private health 
cai-e sectors may prove difficult to create and sustain, further 
fragmenting services, making quality assurance more difficult, and 
sometimes creating a dual system of care. 

• The schools are closed in the evening, on weekends, and m the 
summer, ruling out some elements of service continuity. 



• Schools usually do not assxune responsibili^ for children until 
they arc 5, which is later than desirable for many forms of 
preventive intervention, including immimizations and develop* 
mental assessment. 

• School-based services tend not to reach dropouU and other 
school-age children who are not in school and may be in greatest 
need of health services. 

• In communities where parents distrust the schools, school-based 
health services carry the potential for under minin g the role of 
parents as primary care givers. 

• Many of the health-related problems of adolescents invoice 
sensitive issues of confidentiality and consent which may be 
difficult to hkndle in some schools. 

Arguments which support the more active role of schools in the 
pro^ion of primary care include the following: 

« A very high percentage of children can be found in schools. 

• Increasingly, schools have space to house additional community 
services. 

• The schools embody the tradition of providing certain basic 
services to all children, creating the possibility of universsd access. 

• The merging of health s-^rvices with health education and 
promotion, as would b« jxjssible in schools, may increase the 
effectiveness of both. 

• P^chosocial and learning-related problems, which have assumed 
increasing prominence in pediatric care, may be best handled in 
the schools. This is especially true with the aovv^^t of P.L. 94-142, 
the Education for All Handicapped Children Act, which man- 
dates comprehensive evaluatior*,and appropriate education place- 
ment for all children with disabilities.. 

• The Nation has already made a .major commitment to school 
health, which should not be allowed to operate in a fragmented 
way outside the mainstream of health care. 

• The schools have routine contact with parents, leading to 
economies of outreach. 

• Significant numoers of parents work during the day and cannot 
readily supervise their children's daily health needs without 
assistance from the schools. 

This issue is not destined to be resolved in il = abstract, or at the 
nauonal level, detached from the realities of individual commimities. 
School-based primary care units will prove a wise investment for some 
communities but not for others. The role of the school in the ^ommumty, 
the availability of other health resources, and the natiare of the coimec- 
tions which might be forged between school-based health services and 
other sources of health services and clinical backup must ail be taken into 
account. 

The Panel has studied several highly successful school-based primary 
health care programs, but we still find it difficult to generalize about the 
precise characteristics of good programs, ^jcemplary programs such as 
those in Hartford, Conn.; Cambridge, Mass.; the Poscn-Robbins EKstrict 
of Chicago; Galveston, Tex.; Jackson, Miss.; and St. Paul, Miim. are 
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unique product of local realities, individual entreprencurship, and close 
coopcntion of the medical sector, making it hard to know which elements 
are rcplicable in other sites. ^ . , . , . 

Cambridge, Mass. was able to convert its disjointed and isolated child 
health services into a program of comprehensive care available to all 
children through schools and neighborhood centers, with pediatric nurse 
practitioners as primary care providers. The entire effort was funded by 
reallocating existing funds; emergency room visits alone fell by 44 percent 

07,24). ' ^ ^ . ^ 

The St. Paul, Minn. Maternity and Infant Care Project opened a 
comprehensive clinic in an inner-city junior-senior high school, providing 
athletic job and college physicals, immunization, weight control and 
contraceptive information, counseling, and referral. Among other mea- 
sures of effectiveness, the pregnancy rate for the school population feU 
from 79 per 1,000 to 35 per 1,000 in 3 years (/7). 

All the hi^y regarded programs we reviewed appear to have certam 

attributes in common: . 

• They tend to employ nurse practitioners or other personnel with 
training beyond the traditional diploma nurse who have wider 
health education and primary care responsibilities than usually 
permitted school health nurses and who have adequate pediatric 
consultation. In areas with a particularly strong and effective 
health center, health department or hospital, the program tends to 
be controlled and supported by the health sector, with space and 
cooperation provided by the schools but without school control. 

• They tend to provide a broad array of services. 

• They make major, and successful, efforts to work closely with 
parents, especially of young children. , . . - i w 

• In rural areas, they are often supported and controlled jomtly by 
the education and"* health sectors, with one or more school nurse 
practitioners and related personnel offering readily available 
primary care for families of an entire ar«»i. 

• They tend to be financed cither through a special private grant or 
public categorical grant, or resourceful pooling of various child 
health-related sources of continuing revenue. 

Fimding for school health services is a source of major concern. It 
clearly is not possible to expand even the most cost-effective school-based 
primary care without a steady source of revenue at least somewhat greater 
than that supporting most school health programs. Many schools spend 
less than 1 percent of their budgets on health services. The best school- 
based primary care units vary in cost from $30 to $150 per child each year, 
which is highly cost effective from the standpoint of public health care 
expenditure but far more than most school health programs now spend. 
Even highly cost-effective programs not offering complete primary care 
but capitalizing on the economies of scale available -n areas such as 
preventive dental care require more money than most schools are 
accustomed to paying. Without increased categorical funding or access to 
third-party reimbursement, innovative school-based primary care is not 
likely to expand greatly in the future. ^ _ 

Both the OfTice of Maternal and Child Health and the EPSDT program 
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have initiated important demonstrations in the support of school health 
programs. Similarly, many school districts are using ESEA-Title 1, 
Migrant Education, Child Development, CETA, and other monies in 
partial support of school health services. 

Whatever the Federal commitment. State and local support will 
continue to be a major component of school-based programs. State and 
local authorities should take note of overall public cost savings achieved 
by exemplary programs such as those in Hartford, Galveston, Cambridge, 
and Posen-Robbins in Chicago. In general, the most significant compo- 
nent of cost has been the added training of nurses. But over time these 
costs have been largely offset by efllciencies and reduced need for direct 
services by part-time physicians. Moreover, as noted in a recent review of 
innovative programs, *'There is no evidence to date that expanded school- 
based health services will reduce appropriate encounters with pediatri- 
cians. But there is a strong likelihood that inappropriate encounters may 
be reduced'* (24). 

Various cities and States plan to expand greatly the availabiUty of 
school-based primary care. Such activities are at various stages of 
implementation in Pennsylvania, Louisi^Jia, New York, Connecticut, 
Utah, North Dakota, Colorado, and California. The Robert Wood 
Jobnso-i Foundation is sponsoring major demonstrations in four of these 
States. These efforts deserve attention as possible prototypes for more 
general programs. 

The Panel believes school-based health services should be considered a 
desirable way of delivering primary health services to school-age children, 
and possibly to preschool children, in those co m munities where it is 
possible to utilize schools as the site for the provision of health services 
rendered under the auspices of a health department, health center, 
hospital, or some combination thereof, and where parents support and 
actively collaborate in fashioning and maintaining such arrangements. 

Steps should be t^en by all States and by the Federal Government to 
establish the necessary preconditions and flexibility to make expanded 
school-based primary care possible virhere such arrangements seem 
apprcpriate. These steps include: 

• The adoption of State laws and policies to permit full use of nru^e 
practitioners, dental auxiharies and other qualified personnel in 
the schools in offering a wide rainge of educational, preventive, 
and primary care services to children 

• The further support of demonstrations in Medicaid reimburse- 
ment and the pooling of various pubUc sources of support for 
child health services rendered in selected school settings 

• The facilitation of contractual relationships to provide preceptor- 
ships, backup relationships, and other forms of linkage between 
school health servces and those provided by medical schools, 
hospitals, private group practices, CHOs, RHOs and Children 
and Youth.projt jccs 

We also urge that particular attention be given to school-based services 
for adolescents. Where issues of privacy and confidentiality have been 
successfully resolved, health programs located m junior high schools and 
high schools have frequently been very effective in making needed health 
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services, including counseling, more accessible to young people. Further 
demonstrations should be designed using the school as the site of care for 
de&'ery of primary services to this age group by health departments, 
CHCTs, group practices, and ho^tal-bosed units. 

There are many school systems where it will not seem wise to locate a 
^ ^-^n ^lw ^ jK ^Mv** pnmaty care program in the schools. Schools and school 
systems without such comprehensive primary care programs sbpuld utilize 
professionaUy qualified nurses to provl-ie health education, counseling, 
and pr e ven tive services, to work with parents to link children with other 
beaith services, and provide professional nursing supervision for children 
with chronic itin^^ or handicapping conditions. 

These nurses should undertake a vigorous linking and foUowup role 
p eg g ed to school entry health requirements, and should help to implement 
PJL. 94-142, serve as liaison to the home, and provide professional nursing 
supervision for children with chronic illness or handicapping conditions, 
many more of whom are new in regular schools as a result of P.L- 94-142. 
School nurses should be trained in physical assessment, have in-depth 
education in child development, faxnily counseling, anticipatory guidance, 
and learning problems; be able to deal with common physical problems 
and refer others; have a basic public health background; be skilled in 
basic methods of individual and group health education, and have an in- 
depth orientation to referral sources in the community. 



Prescfoools and Day Care Centers 

There has been a rapid increase in the number of children, who attend 
day care or preschool programs for some or all of the day — as many as 
1,533,000, or 25.5 percent of children under age 6 receive preschoohng or 
day care in a licensed facility or a Head Start p>rogr£un. This means that 
early childhood programs now offer a significant base for helping families 
to ensure that their children receive basic health services. In addition, 
these programs can do a great deal' to promote and protect the health of 
the children in their care. 

It seems a wise investment to assure adequate resources for prevention 
and health promotion in facilities for preschoolers, where potentially 
d^>ilitating problems can be found early, and promptly averted or treated. 
Furthermore, many children in full-time day care are from high-risk 
families for whom systematic help in obtaining needed health services is 
criticaL Many are with their families only in the evening, when most 
community health services are unavailable. The children' may receive only 
acute and episodic health care in the pediatric night clinic, or hospital 
emergency room, if a daytime trip to the clinic or doctor* s ofHce means the 
loss of a day's pay to the parent. Day care centers may thus offer the best 
opportunity for assisting families in obtaining preventive services such as 
immunizations, nutritional services, and periodic assessments for their 
children. Day care centers are also in a position to help families get 
children to needed foUowup care and care for acute illness. 

We believe a more extensive commitment of resources aimed at 
improving health services for children in Head Start and other preschool 



programs is essential. These resources can be used to link famihes with 
£>^«of ongoing care and to provide certain lands of health supervision 
directly. In addition, the health and safety conditions in centers arid day 
care homes where young children spend a significant portion of their tunc 
must ensure proper care for health emergencies and avoidance of 

accidents. - rj L 

Personnel in day care centers and preschool programs should be given 
the training and support to enab/e them, in cooperation with parents, to 

accomplish the following: 

• Ensure that children receive immunizations and compretiensive 
health assessments at the proper intervals, with appropriate 
referral and followup. by helping to link families to sources of 
continuing care and by arranging for the provision of needed 



• Ensure that appropriate standards for safety, nutrition, infection 
control, and accident prevention are established and adhered to. 

Wc recommend more systematic orientation than now lypicaUy occurs 
of staff working in prcsqjiool and day care programs to the large potential 
significance of health services in their programs, and mservice traimng to 
eouio them, in full coUaboradon with parents, to use the opportunities 
thev have to improve the health of the children they serve. There is an 
urgent need for continuing education of preschool personnel, to upgrade 
their knowledge of child development, mental health practices, and the 
physical needs of children. 

The implementation of these recommendations may reqinre the 
utilization of a qualified health provider on a full- or part-time basis to 
provide cUnical and program consultation. QuaUficanons tor such a 
provider should include formal preparation in child growth and develop- 
ment and experience in identifying and caring for the unique health needs 

of young children. . . , 

Some preschool programs arrange for contmuing health supervision by 
a trained nonphysician, such as a nurse practitioner, based m a health 
department, community health center, or hospital which provides Ae 
neSsary clinical backup. One nurse may cover about five day c^e 
centers, Spending enough time in each center to really observe chUdren, 
identify problems, talk with parents, and teach staff. ^.k-^. 
Depending on local circumstances, day care programs may either 
provide certain sei^ccs directiy or assume a coordinating role working 
With others in the community to assure that services ^e available a^d 
monitoring to see that the children receive them. In Pennsylvama, for 
SS^ple, In Interagency Task Force on Early Health Screening, estab- 
lished "to work out the kinks between EPSDT and other publicly funded 
^^arS fo?young children," was successful in increasmg proportion 
of^giblc children receiving EPSDT screenings from 39 to 90 percent. la 
additSn, a significant number of children in Titie XX funded day care 
received preventive health services that they had formerly gone without 

^^Vn Auburn, Ala., the Head Start program quahfies as an EPSDT and a 
WIC provider. A health coordinator and a registered nurse arrange for 
and provide some health services, while the program contracts with 
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physacums to do screening And provide corrective medical services. The 
pcomm also works with church groups and foundations to provide 
transportation to health services, obtain food stamps, and ensure that 
handicapped children receive needed care (26). 

Head Start programs provide particularly promising opportumties to 
improve health care for their target population, 3- to 5-year-oId children 
from low-income families. Head Start is a comprehensive child develop- 
ment program providing education, health, and social services with a 
strong rw « Tp**««* on parent involvement. Its health promotion activities for 
children are among the most successful supported by the Federal 
Government. The Panel concurs with a recent report of the General 
Accounting Office (27> that Head Start as a whole is a major success, and 
its further developmenC offers one excellent vehicle for fn-omoting the 
health of the Nation's low-income children. The health component of 
Head Start arranges for, or provides, a broad array of preventive, 
treatment, and rehabilitative services for enrolled children. 
The Panel believes that the trrh"^''*** assistance and training component 
in health for Head Start personnel should be substantially strengthened in 
the future. In addition. Head Start funds available for health activities 
should be enlarged and formal agreements with Medicaid further 
negotiated to increase the funding for certain services such as outreach, 
dental care, preventive health assessments, and case management for 
foUowup care. The Panel also shares the enthusiasm expressed in the 
CAO report on Head Start regarding the Child and Family Resource 
program, a variant of Head Start involving special family needs assess- 
ment, case advocacy and case management superimposed on a traditional 
Head Start prograno. We concur that this model of comprehensive service 
delivery is a promising one to biiild on for the future. Because the Head 
Start health services component has developed and demonstrated the 
effectiveness of many of the foregoing rec^ r'^ ^cndations, we believe that 
sharing Head Start matcrials~and expt-.c- es with other child care 
providers would be extremely useful. 

Day care centers and homes which receive Federal assistance through 
Title XX are another significant avenue for improving the delivery of 
health services to young children- These serve roi^hly 1 million preschool 
children each year and are subject to new regulations of the i:>epartment 
of Heaith and Hu:man Services requiring that all participatinjg children 
receive oompreh^nswe health assessments, be up to date on iinmuniza- 
tions and receive assistance in obtaining continuing health services, and 
that aU providers meet standards for safety. So that these new regulations 
benefit children as they were intended, the Panel recommends the 
followiiig steps be taken: 

• The regulatians should be implemented pron^tly^ witfl Strang 

support from State boaJtb agencies and Title XX agencies, 
m State Title XX funds should cover the axis to day care centers in 

staff time to implement the health component of the regulations^- 
m State health agencies should assist the State Tide XX agency and 

day care providers in their efforts Uy arrange for necessary services 

for children in day care and to coordinate these services with the 

child's other source(s) of care. 



m Fcdcrsi interagency agreements sbauJd be developed amang 
OHDS. PHS, and HCFA to encourage vigorous implementation 
and to find funds to pay for the assessments and foUowup care for 
those children not covered through other sources. 
Communities can take additional steps to link preschoolers in publicly 
funded or proprietary ^iay care lo health services and to other service 
networks. State agencies responsible for licensing day care providers 
should include basic safety standards and provisions for assuring that 
children receive health services as conditions for certification. In addition* 
schools^ health care providers, and those community and State authorities 
with responsibility for monitoring overall patterns of primary care for 
children should be charged with establishing firmer links to the preschool 
and day care networks in their municipalities and States, and incentives 
should be provided for innovative health service agreements with day care 
and preschool programs. 
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CHAPTER 7 

DELIVERY PROBLEMS OF 
SPECIAL CONCERN 

" In rcvirwii \ arrangements for the delivery of needed health services to 
infants, clildi ctu adolescents, and pregiiant women, the Panel identified a 
number of issues which offer special cnallenges or opportunities that cut 
across individual provider arrangements^ and which we believe should be 
specifically addressed in the formulation of public policy. These include: 
- • Home visiting 
m Primary mental health care 

^ Cat^orical services, including family planning and preventive 

dental care 
m Mass screening 
^ Hospital care 
• Regionalization 

HOME VISmNG 

Home visits to families before and after the birth of a baby by nurses or 
lay visitors under nurse supervision is not a new concept. In a variety of 
^ forms and with a number of specific purposes, home visiting has been 
systematically undertaken in some communities in the United States and 
in m^y countries of Western Eur<^pe, often forming the cornerstone of 
organized efforts to improve maternal and child health* It was a more 
widespread phenomenon in the United Stages several decades ago than it 
is today, bavb^ fallen into disuse not because of diminishing need or lack 

success, but apparently because funds and professional talents are^ 
increasingly concentrated on therapeutic and more technology-intensive 
services. 

There is now renewed interest in a significant expansion of home 
visiting services. New and revitalized home visiting programs are under 
way in numerous commtmities in many parts of the country, with both 
^ public and private support, and under both public and private auspices- 
The Department of Health and Human Services has been exploring an 
-expanded effort to promote home visiting programs. The American 
. Academy of Pediatrics in June of 1980 sponsored a conference to examine 
luul to highlight the potential of home visitor programs for inq>roving the 
delivery of preventive health services to mothers and young children* 
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We believe this new interest reflects a recognition that: 

• Many of the most important potential gains in child health status, 
given the slate of today's mfedical knowledge, cannot be made 
without systematic and aggressive efforts to extend the reach of 
health professionals beyond the waUs of their own offices and 
institutions and out to where the people most in need of services 

is-ctualiy axe. • t_ i 

• A growing proportion of problems in maternal and child health 
arc rooted in the complex life situations of families. Much of the 
help pregnant women, young children, and parents need and are 
not getting— for ^ nple, in preventing accidents, nutritional 
problems, and child neglect and abuse— can best be provided m 
settings outside of major health institutions. 

• As more providers of aU kinds attempt to combine prevenuve a?id 
curative services, in order to enhance the quality, effecuveness, 
accessibilirw' and continuity of both, there is an increasmg tension 
between the tasks of curing, and the tasks of health promotion. 
There is a search underway for a clearer focus for preven^on- 
oriented activities, and for a way of assuring a reasonable 
allocation of resources to deal with the compUcated interplay of 
social, environmental, and biological factors that are involved m 
effective disease prevention and health promotion. 

• For many families in our mobile society, the traditional sources of 
support for pregnant women and new parett», including family 
and friends, are increasingly hard to come by. 

• Some of the education in parenting skUls which many new 
mothers used to get in the hospital during the days foUowmg birth 
is no longer provided because of a shorter hospital stay for 
childbirth (7). Furthermore, some medical problems, such as 
neonatal jaundice, may only become apparent after the ^aby goes 

home. , , , , 1 ! . J 

• In many areas, health services may be hard to locate, and 
systematic efforts are required to link people most m need with 
reouisite services. 

• Increased public investments in large-scale financing programs, 
especially Medicaid, whUe improving access to services, \have not 
been sufficient to ensure that services are, m fact, received. 

Most programs of home visiting now in operation seem to be the 
product of at least some of these forces. While the programs vary widely, 
most have the following characteristics: 

• They provide information and help with making the home a sate 
and nurturing environment for the infant. 

• They provide information and help with n^'ri r-nal problerris for 
the pregnant woman and infant. 

• They provide certain basic health service ^jihysical and develop- 
mental assessment, immunization) or arrange for them to\ be 
provided. 

• They seek to assure that the pregnant woman and family are 
linked with an ongoing source of health services, and to social 
supf>on services as necessary. 



m They teach about basic Stealth practices^ and provide guidance 

about the most effective use oCprofessionai health resources. 
m They assist families who need help in integrating the infant with 

the family structure and life style. 
« Some seek to identify families at special risk and in need v.-f special 
services. 

• Some seek to personalize health services in ways that are diincult 
to accomplish in most health care setting. 

• Some seek to enhance the parents' ability to stimulate the infant's 
social and cognitive development. 

Some programs use nurses to make the home visits, some train lay 
persons who work imder nurse supervision, and some combine these 
methods* Some programs emphasize the telephone availabili^ of the 
home health visitor between visits. The programs have op>erated under a 
variety of atispices, including health departments, commimity health 
centers, hospitals^ medical and nursing schools, and family drop-in 
centers. Most begin visits during the prenatal f)eriod, some limit services 
to the first year of an infant'^s life, and some extend them until the child 
enters school. 

Some programs are universal, offering services to all infants and 
pregnant women in a given area, or to all where birth occurs in a given 
hospital. Others offer services only to high-risk families, with risk being 
defined socially (low income of family, social isolation, welfare eligible) or 
medically (low-birth-weight infant, discharge from infant intensive care 
tmit). Some programs combine these concepts, offering services tmiversal- 
ly, but actively recruiting, or providing a greater intensity of services, to 
high-risk families. 

The reported data on the effectiveness of home visiting suggest? that it 
can be a highly effective form of intervention, especially when begun 
before the birth of the baby- 
In a controlled clinical trial conducted in Montreal, famihes receiving 
prenatal as well as postpartum home ^/isits experienced fewer home 
accidents, fewer problems with feeding and mother-child interactions, 
more up-to-date immunizations, and higher scores of assessment of home 
environment and maternal behavior (2). These measurable successes were 
far greater among those families where home visiting began during 
pregnancy than where it began after birth of the baby. 

A home visiting program in rural Appalachia found that similar health 
outcomes were achieved for experimental and control children, although 
the former were at greater socioeconomic and environmental disadvan- 
tage; the experimental group also experienced lower outpatient utilization 
and lower costs (3). 

In a controlled trial undertaken by C. Henry Kempe, M.D., and his 
associates in Denver, an experimental group of parents 'dentified as being 
at high-risk of child abuse and neglect who received regulai* home visits by 
lay visitors and whose children received regular care by a pediatrician and 
a public health nurse did not abuse their children in the 2 ycirs after the 
study began, in the high-risk control group of parents, at least five 
children were hospitalized with injuries thought to have been inflicted by 
parents (4). 
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A collaborative rc/iew of 14 early-stimulation programs foimd that they 
had major benefits in children's school performance several years later. 
Most of the programs reporting a substantial effect in reducing special 
education placement included a home component or were home-based 

While many of the people involved with these programs are distressed 
at the inadequate research attention home visiting has received, most 
agreed with the program director who told us, "I know that home visiting 
vSrks I know for sure it is one of the best tools we have to support 
families in nurturing and protecting their children. It * uld be cnminaJ to 
withhold additional public support until that magic moment arrives when 
ail the data are in /"' 

The Panel is picpared to make a judgment about the usefulness of home 
visiting in the absence of more conclusive data because the existing 
evidence extends over many years and through many nations and 
cultures and all point in the direction of effectiveness; because the 
unintended and unanticipated effects all seem to be positive; because the 
impressionistic evidence we have come across is extremely persuasive; and 
because the problems this form of intervention is aimed at are so urgent. 

The Panel has concluded that Fedeial, State, and local authorities 
should increase substantially their support for home visiting programs as 
part of their efforts to improve maternal and child health. Such mcreased 
support must be of sufficient magnitude to: 

• Permit a substantial number of States and commiimues to use 
home visits by public health nurses or other qualified personnel as 
one means of assuring access to needed health services for 
pregnant women and infants; 

• Enable health departments, hospitals, comprehensive health cen- 
ters and other providers to es'ablish or re-establish home visiting 
programs for women and infants at high risk, and ultimately for 
all pregnant women and infants, as a routine component of 
maternal and child health care; 

• Allow for the evaluation of a wide range of prototype programs, to 
make possible the dissemination of new information about 
especially successful and cost-effective approaches to home 
visiting. 

We consider it essential that nev/ home visiting programs be made an 
integral part of other efforts to improve services to pregnant women and 
infants. Home visiting is not ? panacea, and will not be effecUve m 
isolation, without links to ccr.tinuing care for the family and organized 
backup and consultation for the l-o^ne visitor. We see home visiting as a 
Unk to continuing care, not a substitute for it. We beUeve Aat 
participation in such programs by the pr^^gnant woman or mother must be 
unambiguously voluntary, and all home visiting programs must respect 
family privacy and individual and cultural differences. If families are 
selected because of social need, they must not be pejoraiively labeled. 

The support of home visiting programs should come from specif grants 
for this purpose from the Federal Government and private foundations, 
increased TiUe V funds. State and local revenues which are now 
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supporting some of these activities, and Medicaid (through the use of 
waivers). 

The costs of the kind of program we propose ar* relatively modest when 
compared with costs of other forms of health interventions, or when 
compared with the costs of trearrnc t (including for neonatal intensive 
care) for conditions that an effect: c program of home visiting can often 
prevent. 

Cost estimates of a fully implemented home visiting program depend on 
the size rnd nature of the target population, the degree to which lay 
visitors working under nurse supervi<;: a ar^:; utilized, and the nimiber and 
nature of the visits. In order to proviae some guidep>osts to policymakers 
and others regarding the general magnitude of costs for a revitalized 
program of home visiting throughout the Nation, we have made some 
rough cost estimates- Our calculations indicate that a nationwide program, 
utilizing public health nurses aJong with trained lay home visitors working 
under nurse supervision, could include all families with a high-risk 
pregnancy or high-risk baby, all low-income families with a pregnant 
woman or newborn, and all other families expecting their first child, for an 
anntial cost of about $226 million. To cover only high-risk pregnancies 
and babies would cost an estimated $ 1 1 1 million per year (6). 

While we believe there is sufficient evidence of the effectiveness of 
home visiting to justify public support that goes well beyond a research 
and demonstration phase, the Panel also considers it essential to refine 
available knowledge about the precise nature of the interventions most 
likely to work in various circtimstances- This means expanded supp>ort of 
home visiting must be coupled with a reporting system and research 
design to generate answers to such questions as: 

m What meastires will provide a reasonable basis for evaluating the 
effectiveness of home visiting? 

• Which of the various purposes that home visiting has been meant 
to serve seem most likely to be achieved? 

m Which population groups are most in need of home visiting? 

• Under what circumstances are home visits best conducted by 
nurses? By other professionals? By trained lay persons? How 
should these personnel be trained and supervised? What consulta- 
tion do they require? 

m What are th^ costs of achieving various purposes and of serving 
various types of famihes? 

m When should home visiting begin in order to be most effective? Is 
it critical that it begin during pregnancy? Under what circum- 
stances should home visiting continue beyond the infant's first 
year? 

m What related services (such as hospital rooming-in^ other efforts 
aimed at promoting attachment in the newborn period^ and parent 
groups or drop-in centers) seem to be associated with or to 
enhance the effectiveness of home visiting? Does liome visiting 
enhance the effectiveness of other services? 

• What auspices (public or private; health department^ health 
center^ or hospital) for home visiting programs seem to be 
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optimal? Are there generalizations or guidelines «gf ""^^Z 
StT^al auspices and effective linkages that could be appbed 

nationwide^ 



. ^at factors detennine the acceptability of systematic home 
vteiti"- programs by the public and by potential recipients of the 
^'S?ls^e acciptability and quality of home visiung hkc^-to 
^higher if targeted on famiUes in sociaU .-conomic. or medical 

— Ti^ed: or if universally available? 

• What factors determine acceptability and support of the program 
by relevant health professionals and institutions. 

• Under what circu^tances should third-party paye^ ^^J^?.^^^,? 
visitin- to pregnant women and infants as a standard benefit? 

Scver^ yS?s of substantially increased investment in home vtsmng 
oro^ams coupled with proper evaluation, will provide the foundation for 
an fnS;rprogram of m^mum possible effectiveness at a minimum 
?easTSll cit^^d we have no d^bt that many families will have 
benefited signiTicantly from the services m the meantime. 

PRIMARY MENTAL HEALTH CARE 

The Panel's public hearings, consultations, and stu<iies left us disturbed 
andSar^ed a? the Nation'! lack of progress in making appropriate and 
?Sea!^S^mehtal health care available to all our citizens, mclu^ng 
m<Si^ anTc^ldre^ In addressing the organizational issues involved m 
Sed^v^ o? mental health servic^, we were struck by two major pom^ 
• l^y health problems which come to the attenuon of P^^^ 
ca^practitionVrs are either emotional in origin or have important 

. rsiS^t^^rS^ro^what might be termed "primary mental 
heS^cLre- if in reality provided in general health c^e settmgs 
a^in schooU day care centers, juvenile detention facilitie^, and 
oSfer si^^y i>eS>nnel not specifically trained as mental health 

These^f^IS^ui^onunately, are not adequately "J^v hSllS 

theoS^izatioa and financing of services m the ^^^^S,^,^^^^^^^^ 
profeJionals, or in arrangements to provide ^-Pf^^^^^^^^^^^e^T^^ 
and consultation to parents, general health ^e P^*^;^^^^^^^?*'^^^ 
care workers, social workers, <=orrecuonal officers, W ooers who 
^th children and their families day m and day out. J^Jf* S th^ 
Communitv Mental Health Systems Act to help correct some of di^ 
^r^^n^es but ^vertheless consider it worthwhile to comment on the 
cu^lemSSki^on, especially as it affects children, and recommend needed 

^""^LrPanel believes that more relevant, more --I^^-^^^^ 

reo^^^^^^^^ '^^^ system and other 

ZTcZ af^ for childre^- therefore recamxnend that policymakers 



O 262 

ERIC 



^w%H bcaltb care providers assiffnt bigb priarity to organizational reforms 
designed to achieve better integration of mental and general health care, 
and better coordination of the mental health system with other service 
systems^ including education^ corrections^ and social services, 

Integradng Mental and General Health Care 

There is a growing recognition that mental and physical aspects of 
health care are inseparable and that this fact must be better reflected in 
our orgaiuzadonal arrangements for the delivery of primary care. In 
recent years, a number of expert bodies have come to this conclusion, 
including the President's Commission on Mental Health, the Institute of 
Medicine Conference on Mental Health Services in General Health Care, 
and the World Health Organization. 

The need for greater integration of mental and general health arises 
from three sets of considerations. First, many individuals and families 
confronting emotional problems of varying severity seek care not from 
mental health specialists but from primary care physicians and other 
general health care providers. Often they come with a physical complaint, 
because physical and mental distress frequently coexist, because emotion- 
al stress ^^r* trigger physical problems, and because some parents and 
some youngsters view physical complaints as a more legitimate basis than 
emotional problems for seeking professional help. In addition, many 
people, fearful that they or their children will be labeled mentally iU or 
disturbed, and suspicious of mental health specialists, sire simply more 
willing to seek and utilize care from general health care providers. 
Whatever the reasons, it is estimated that up to 60 percent of all persons 
with "mental disorders** are seen in the general medical care system 
(compared to 15 percent in the "mental health sector,** and 22 percent not 
in treatment or being seen in other parts of the "human services sector'*) 
(7)- 

Second, many problems requiring psychological or social interven- 

tians such as child abuse — are most likely to come to the attention of 

professionals in general health settings. Often, the moment of crisis which 
precipitates the visit to the physical health service is an opportune time for 
intervention, sinte people seem more amenable to chang in g unhealthy 
soci''! or psychological practices at times of crisis 

. aere is a third reason why greater integration of mental health and 
general health care is needed. As discussed at length elsewhere in this 
report, effective primary health care — especially for pregnant women, 
mothers and children — increasingly requires expertise in recognizing and 
dealing with the psychological, social, and behavioral a^>ects of health. In 
responding to the needs of the family of a handicapped child for 
emotional and social support, or providing guidance to the parents of a 
"difficult** baby, or counseling a young teenager seeking a prescription for 
contraceptives, a primary caxc practitioner is actually providing what 
amounts to fwcventive mental health services. In helping a pregnant 
woman to' stop smoking or drmkin^ or a diabetic youngster to adhere to a 




2,63 



prescribed regimen, the primary care practitioner is applying an under- 
standing of social, behavioral, and developmental precepts to prevent 
serious physical illness or disability. 

Medical educators and professional groups, recognizing these trends, 
are making major efforts to modify traditiona. training and practice 
arrangements so that aU types of primary care providers will be better 
equipped to deal with emotional, psychological, and behavioral problems 
and needs. Examples of such efforts include the Report of the Ta^k Force 
on Pediatric Education, the appointment of an American Academy of 
Pediatrics Committee on Behavioral Pediatrics and the Family, revision of 
residency requirements for pediatricians and family practitioners tc reflect 
the importance of such skills, and support by several private foundations 
of residency training programs in behavioral pediatrics (9). 

E>espite such positive steps, much remains to be done. Many prirr^ry 
care providers fail to recognize specific psychosocial disorders {10}. 
Indeed, surveys of primary care physicia?^ indicate they feel they were not 
adequately trained to recognize, diagnv.^, or treat either mental disorders 
or the emotional aspects of physical disorders (i/). Not surprisingly, then, 
even when primary care providers do recognize emotional and mental 
disorders, their response to them is not always appropriate (/2). Mental 
health professionals, on the other hand, may not always understand the 
interaction of psychosocial and physical processes, and how to coordinate 
treatment with primary care providers (i5). Most mental health profes- 
sionals work in settings where they are more likely to have links to more 
specialized mental health facilities than they are to primary care providers. 

Barriers to better integration of mental and general health care are both 
sizable and firmly planted. Some involve differences oetween the two sets 
of professionals in personal and professional skills, styles, attitudes, and 
reward systems, and in their views of health and disease. Some have been 
created and reinforced by separate bureaucracies and -dvocacy networks, 
each jealously guarding its own **turf ' and funding sources. Some stem 
from the reluctance of third-party payers to reimburse for any services 
other than well-defined technological procedures. And some result from 
the physical segregation of mental and general health care providers, 
which offers scant opportunity or encouragement for collaboration and 

consultation. . . - 

The structuring of primary care units to allow for a better integrauon ot 
mental and general health care would increase the probability of prompt 
and accurate recognition of psychosocial problems as weU as mental 
illness, and enhance the likelihood of prompt and effecuve mtervenuons. 
It would also help primary care providers deal more effectively with 
psychosocial aspects of normal growth and development, and of physical 
diseases and injuries. 

The Panel believes that the time is ripe for new and systemauc efTarts to 
organize and finance primary care— especially for children and pregnant 
women^in ways which will encourage adequate attention to psychologi- 
caL social, and behavioral components of care and which encourage 
referral consultation, and ease of communication between mental health 
professionals and primary care providers. 
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Where int^ration of mental and primary health care has in fact 
occurred, the results have been promising. The most recent and well- 
documented examples of successful integration come particulariy from 
health maintenance organizations (HMO's) and community health cen- 
ters. Although these dehvety mechanisms" account for only 2 percent of 
patients with mental health problems who were seen in the general health 
care sector in 1975 ( their experience does demonstrate that integration 
is both possible and beneficial. 

The existence of federally supported health programs and co m mu n ity 
mental health oruters in the same community provides SF>ecial opportuni- 
ties to bring about close collaboration, opoortunitics that should be seized 
on by both programs at the local as well as. the Federal level. 

One program which has successfully integrated health and mental 
health services is the Bunker Hill Health Center in Charlestown, Mass., a 
neighborhood center established under the auspices of Massachusetts 
General Hospital, which offers primary care, mental health, social 
services, dental, nutritional, and other services -to children and adults. The 
mental health program is a joint effort of the neighborhood health center 
(NHC) and the local community mental hesith center (CMHC)- The 
CMHC provides the NHC with a child psychiatrist consultant, and 
organizational linkages between the NHC and the CMHC have ensured 
the provision of secondary and tertiary mental health services by the 
CMHC for patients seen by the NHC. Frequent communication between 
the NHC and the CMHC has facilitated coordination of specialized 
services for the mentally retarded and for children with behavior or 
learning problems. 

M^thin the neighborhood health center, there has been active coopera- 
tion between general health and mental health providers. Integration of 
health and mental health services is fostered by the use of a single medical 
record and an effort to recruit staff with a commitment to and capacity for 
interdisciplinary teamwork. Vehicles for communication include consulta- 
tion, inservice education, and a variety of collaborative programs to 
strengthen mental health skills of health providers and facilitate referrals 
of patients to mental health specialists when appropriate ( / J, 16), 

Evidence of the effectiveness of such programs is beginning to 
accumulate. One study, for instance, foimd that combining health and - 
mental health care si^iificantly reduces referral appointment failiu-es, 
increases feedback on referral results, improves informal contacts, and 
decreases stereotyping (iT). Studies of 11 programs in HMO's and 
neighborhood health centers where mental health, alcohoU and drug abuse 
programs were integrated with general health care found significant cost 
savings after mental health care interventions, apparently due to a 
reduction of inappropriate use of medical care ( 1S-20). 

There is evidence that populations utilizing organized care settings such 
as. HMO's and community health centers typically make greater and more 
appropriate use of mental health services than do those using other 
sources of care. This finding holds true for both children and adults. 
Perhaps this is because patients are more wiUing to accept rnental health 
services when they are provided in a general medical setting (,21), or 
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perhaps it results from the special efforts some organized setings make to 
provide accessible, comprehensive and personalized care (22). 



Coordmatiiig Mental Health Services with Other 

^ — - Systems 



The need for mental health expertise clearly extends beyond the health 
system to other settings where children live, pUy, and study. Children who 
need help— whether for transitory crisjss, serious emotional disturbance, or 
learning or behavioral difficulties which persist over time— are found 
throughout the education, correction, and social services systems. Yet far 
too often, the institutions which make up these systems have been ignored 
or abandoned by those with the greatest mental health experience and 

talent. _ 

Teachers, dny care workers, juvenile correctional officers, foster 
parents, social workers, guidance coimselors, and others need far more 
collaboration, consultation, and support from mental health professionals 
than they are now getting in their efforts to help troubled youngsters. Help 
for disturbed children and adolescents is best provided in as near as to 
normal settings as possible, with the emphasis placed upon restormg the 
functioning effectiveness of families, nei^borhoods, schools, rehgious and 
community groups, as weU as upon enabling the young persons to respond 
to normal sources of support, affection, instruction, and disciphne. 

It is the P^cFs conviction that mental health expertise available to 
institutions outside the health system, including schools, day care centers, 
foster homes, M^elfare and social service agencies, correctional mstitutjons, 
and other youth-serving agencies must be substantially increased, A major 
role of highly trained mental health specialists should be to serve as 
collaborators, advisors, and consultants to a wide array of frontline 
vtrorkers with children and youth. 

The schools offer a particularly important opportumty for applying 
mental health principles, precepts, and talents in a setting where both the 
immediate and long-term payoffs are likely to be great. The precursors of 
serious personaUty disorders are almost always apparent m the way 
children relate to schools. One study which foUowed hundreds of 
individuals from childhood into their 30's and 40's indicated the roots of 
violent and other antisocial behavior could typicaUy be traced back to 
early childhood, particularly among boys, and that difficulties became 
more obvious and were more likely to be recognized once children entered 
school (23). Reading and learning problems, which usually surface m the 
school setting, are often associated with serious later difficulties. Some 75 
percent of juvenile delinquents, for instance, are significantiy behind their 
age peers in reading abiUty (24). The line between mental health problems 
Sd school learning difficulties is, however, frequently difficult to discern. 
Eff^-iive cooperation between the mental health system and the schools 
has become even more important with the advent of P.L. 94-142, 
requiring the public school system to provide an education to emoUonalky 
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disturbed children* whether in regular classes or in special classes. Mental 
health professionals can collaborate with educators, and both can help 
children and their families in a variety of ways, such as: 

• They can w<h1c together on the earty identification of learmng and 
emotional disorders^ and the development of ^^ropriate interven- 
tions for both. 

m They can jointly counsel and assist the parents of children with 
learning cfifficulties, who may in the absence of such support 
develop feelings of helplessness and frustration which interfere 
with their children's emotional development. 

m Mental health professionals can woric with parents*, teachers, and 
operators of day care programs to structure experiences for 
children at high risk for learning difficulties in a manner that 
m^TiiTTiiy^ the likelihood that secondary emotional difficulties will 
occur. 

m Mental health professionals, educators, and preschool program 
personnel can work together to enhance their understanding of 
both the emotional consequences of learning difficulties and the 
learning difficulties experienced by children with emotional 
disorders.. 

"The corrections and social service systems al50 need support from and 
interaction with the mental health sys v. xl, both to improve services to 
individuals^ and to design better programs and institutional arrangements. 

For examr ^ the probletns of ir fants and small children whose mothers 
are or may ^/e imprisoned could be dealt with far more effectively than 
-they are in most places today if sentencing pohcies, prison practices, and 
the placement of children of prisoners reflected a greater awareness of the 
harmful effects of severed parent-child relationship>s. 

Others likely to be in touch with the social service system, and who 
could* benefit greatly from better arrangements to help them, are pregnant 
te^ageris and young mothers who iiave run away from home or been 
pushed out of the famfly home. Most emergency shelters for runaway 
youth are specifically required by law to house no one under age 10, and 
^ therefore exclude young mothers with their infants. Young girls 'with 
^babies are often left to fend for themselves . or are referred to a social 
service agency which provides^ services on a walk-in basis, but these are 
often insufficient. For example, teenaged mothers who go on public 
assistance and set up ' housekeeping, often in an unfamiliar town, are 
known to have a ^high potential for child abuse, and may need more 
intensive services. , , . * 

Some homeless pregnant women make use of homes for unwed 
mothers, such as Uiose run by the Florence* Crittenden Homes, the 
Cathohc Charities, and the Salvation Army. Their numbers, however, are 
decreasing, as ar^ the nimibers of available facihties* Many such ageftcies 
and facilities are not equipped to help ''young people with multiple 
problems and no homes to which they wish to return. Most do not allow 
the mothers to remain more than 1 or 2 months after the baby is bom; and 
make no provision for the continuing support of these high-risk mothers 
and infants. 
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Demonstration programs are needed to discover what works and what 
does not wiih-infants, children, and adolescents who are m settirgs or 
situations where the risks to normal development are-enormous, and-wiw>- 
are already in contact with some pubUc or private human service agency 
or institution. Much stronger connections are needed between the 
agencies trying to serve these young women and their mfants and other 
sources of help, including health and mental health services. 

One such demonstration is currently under way under the auspices ot 
the Bronx (>J.Y.) Psychiatric Center for children 3 mbnths to 5 years of 
aee whose mothers are emotionally disturbed, drug addicted, or otherwise 
in serious trouble. The program seeks to help these women become 
capable of responsible mothering, and to prevent funcuonal disorders and 
learning disabilities in their children. Staff provides a support network to 
assist the mothers with problems of hving and provide moividual arid 
eroup psychotherapy, classes on child development, and opportunities for 
Sierapcutic mother-child interaction. The staff also conducts a nursery 
school where children can develop a positive self-image, and works to 
ameliorate existing emotional and cognitive deficits (25). 

Another example of better linkages is found at the Hill Health Ce^^ter ^n 
'>4ew Haven, Conn. Some yeai s ago, the commumty served by the healtn 
center accounted for over 20 percent of the referrals to the regional 
juvenile court, although it accounted for only 4 percent of the population 
of the region. At thai time, fev/ delinquents were seen at the health center, 
and moS of those referred for treatment by the courts did not^m fact 
receive care. The center determined that the services being offered were 
quite inappropriate, they were not valued by these youths, nor were they 
consistent with their "street" image. New programs were developed and 
subsequenUy large numbers of black delinquent youth became involved 
and received services thro.-^ programs led by indigenous workers, some 
with police records in their own pasts, who have focused on naturally 
formed groups, street work, jobs, activities directed by the youths 
themselves, and advocacy with police, schools, and courts {20). 

CATEGORICAL SERVICES, INCXUOING FAMILY 
PLANNING ANO PREVENTIVE DENTAL CARE 

As we discuss in other sections of this report, the Panel has found that 
primary health services for mothers and children are generally provided 
most effe- tively in settings that offer a comprehensive array of neeced 
services 3u* there is persuasive evidence that some services are as well or 
better provided in settings that are not organized to provide ccmpreh^- 
siv*. care. Such services tend to have one or more of the foLowmg 

characteristics: - 

• Tney are not dependent on continuity of contact with a single 
heaith provider (for example, the effectiveness of vision and 
hearing screening is less dependent on its being admimstered in :i 
setting providing continuing routine health care than is develop- 
mental asseiisment). 
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• They can easily be offered in settings whi<^ attract individuals for 
other reasons (for example, certain health programs aimed at 
adolescents may best be provided in schools, teen centers, or 
f^aces where many young peofrie woric). 

• Th^ are less closely related to other health or support services 
than are most health services (for example, little seems to be lost 
when preventive dental care is provided in a setting which does 
not provide other primary health services). 

Two examples of service which meet these criteria and to which the 
Panel attaches high priority are family planning and preventive dental 
care. Although both can be and often are provided in comprehensive care 
setting we find them especially well suited to being funded and provided 
as categorical services. 

Family Planning Services 

In previous chapters, we discuss the significance of family planning 
services in Helping individxials and families to control the timing, spaciiig, 
and number of children they choose to have, and the need for family 
planning services to be made highly accessible. Toward this end, family 
planning services should continue to be available in many diverse 
settings — as an integral part of every primary care unit, and also in 
settings providing only family plaiming services, or only reproduction- 
related care. 

Pec^le currently use family plaiming services provided by private 
practitioners (including obstetrician-gynecologists, family practitioners, 
and internists), and by approximately 5,000 clinics in both the public and 
private sector. The total number utilizing family planning services is 
unknown, but it^is estimated that in 1977, those receiving care from, 
private physicians included 2.2 million low-income women, and thaf 4.2 
million women received care in organized programs. Of those receiving 
services in an organized program, 42 p>ercent were served by health 
d^>artments, 27 percent by Planned Parenthood affiliates, 14 percent by 
ho^tals, and 17" percent by other agencies (such as free clinics, 
neighboiiiood centers, HMO's, univ ersity health services, and co mm u n ity 
action agencies) (26). « . 

There is impressive evidence that th^-^ diversity of service settings and 
the prominent jcole played^by categorical family planning services are 
major factors in the substantially-iiicreased number or women who today 
use family planning services. For many women, being able to. obtain 
family planning services 3^ part of continuing and comprehensive care 
makes these services moreVccessible and results in their more effective 
nnd ap pr opri ate use. For others, the opposite is true. The population 
seeing family planning services includes a large nimaber of individuals 
wb<- «ee their own needs as very different from those who rely on more 
cc^t^rehensive programs." The .clients of family planning clinics are 
predominantly youi^ childless, and healthy. Some people whose primary* 
Jconcem is to postpone starting a family are reluctant to seek services from 



progTims whose major concerns are family and child health, and care for 
the sick and ailing. ^ 

For many seeking family planning services, and teenagers especially, 
the critical needs arc easy access to the facility, and guarantees that 
confidentiality and privacy will be protected- 

Moreover, categorical funding of family planning services has resulted 
in allocation of funds which more closely approximate the actual need 
than is likely to be the case if authorizations for family planning programs 
were absorbed with other health services. 

On the basis of these considerations, the Panel recommends that 
categorical funding for family planning services be expanded to assure 
that these services continue to be made available in a variety of settings, 
and that all persons who wish to make use of family planning services, 
including counseling, will have access to such services. 

• Family planning should be an integral component of every 
priniaxj' care unit, but should also continue to be available in free- 
standing clinics and other sites of care which do not necessarily 
offer ihe^ull rajigc of primary care services. 

• State and local authorities should work closely together to assure 
that various sources of Federal supp>ort for family planning, 
including Title X of the Public Health Service Act, Medicaid, Title 
\, and Title XX of the Social Security Act, are used in ways which 
arc complementary, mutually reinforcing, and congruent with 
national goals and priorities in maternal and child health. 

The Panel urges expanded support of family planning services under 
Tide X, Title V. Title XIX, and Title XX, with funding adequate to extend 
services to the 3 million low- and marginal-income women and 1 .8 million 
teenaged women who are, according to estimates of the Alan Guttmacher 
Institute, still in need of subsidized family planning services. 



Preventive I>ental Services 

Much more is known about the etiology of dental disease than of many 
medical diseases, and preventive measures are well developed and of 
clearly proven effectiveness. The oral health of adults is determined to a 
large extent by the preventive and treatment services received as children 
and by the oral hygiene practices and dietary habits they develop during 
childhood. Dental caries and periodontal disease, the two most common 
oral diseases of children are— for the most part— preventable (27). (For a 
discussion of the need for dental treament, see chapter 5.) 

The fluoridation of water (as reconimended in chapter 2 of our report) 
has been characterized as one of the great bargains available in health care 
because of its effectiveness in preventing dental caries. An increased 
investment in additional preventive measures can be expected to result m 
a further reduction in acute and often disabling incidents of pain and 
discomfort, lower dental treatment costs, less disfigurement, clearer 
speech, and improved ability to eat healthful food— all important 
elements of health and well-being {28). 
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EfTective preveriiion of dental disease requires both education and 
preventive services. These have been shown to be most effective when 
provic'ed m a coordinaied way — especially when the provider of the 
individual services reinforce:^ the impact of the educational messages. ITie 
most important education il messages emphasize tooth brushing, flossing, 
and the reduction of sugar intake. The most important preventive services 
at the present time are the application of sealants* of topical fluorides if 
needed, cleaning, and screening examinations- T/it* Panel has cancluUea 
that certain basic preventive services are so critical to improving the 
dentaj health of the J^ation that preventive dental services must be made 
available ta all children. 

A prestigious study group of the Institute of Medicine/National 
Academy cf Sciences has recently come to a quite similar conclusion, and 
has recommended ^hat the first priority for action in dental health be the 
establishment of a new, school-based, publicly financed plan to provide 
preventive dental services and education to school-age children {28), 

Many of the needed preventive dental services can be provided by 
auxiliary personnel in a group or classroom setting more efTiciently and 
more economically than in any other setting {28). Many families, 
espKfciallv low-income families* do not now receive preventive dental ca*-e. 
More than one-fifth of all children between the ages of 6 and 16* and more 
than one-third of low-income children, had not seen a dentist in at least 2 
vcars (29). and 12.3 percent of white children versus 26.0 percent of black 
children aged 4^-17 years had never seen a dentist. 

We therefore recommend that preventive dental services for children be 
made available in ^^ites — s:jch as public schools — which can provide 
substantial economies of scale, and which simplify access. The location of 
preventive dental services in schools or other sites where children regularly 
congregate has the added advantag^^ ''.at group educational services cart 
l>e rcadiiv integrated or coordinated with the provision of the personal 
services. 

There is ample evidence and considerable consensus that the provision 
of the preventive dental services we recommend should nvolve the 
extensive' use of dental auxiliaries. There should be appropriate channels 
for refeiTal if treatment is indicated. Parents and any family dentist 
identified for each child would receive a report on the results of the 
examinations, including the need for fillings or other dental care. 

In communities where schools seem to offer the most promising site for 
these ser-aces, the program should be school based. The services could be 
provided under the auspices of health departments, community health 
centers, dental schools, or other conununity agencief or institutions, or 
perhaps even by schools directly- We believe that schools are more likely 
to offer appropriate premises for the provision of preventive dental care 
-than for the provision of comprehensive health services (see discussion of 
school-based comprehensive health services* chapter 6), because we see 
fewer potential problems of community acceptability and relationships 
with other sources of care. This is because the necessary linkages to other 
sources of care and the needed interventions themselves are Inherently 
simpler irt the dental area. Also, a much higher proportion c f needed 



services are not ci- Hemg provided by anyone, and there is greater 

iioreement on wh res needed and effective services. . 

^Re^arS els of ^ e preventive dental progranis we recommend 

should be es^b h appropriate parental involvement. These 

t^a^^t^ should 6c ...Jed through ncv. Federal gr^ts, and St^teand 
revenues- in addition, the feasibility of utilizing other sources of 
[S^cL Tn^ud^g l^Lpiition lump sum payments from Medicaid and grants 
frrun FSEA Title I. should be explored. . j ♦i^ * 

-Sie^ns^^tme of Medicine COM) study referred to above concluded tha 
a program providing all school-aged children J^Sn^-S 
screening prophyla^ds, fluoride application as needed, and scalants—a I 
Tt apprlpSTe^ i^^tervals -along ^th health education-plaque control 
woulTcos7 between $180 million and $360 nullion annually O^is 
Itirnate does not include the costs of capital equipment durmg ^^^ ^^^^ 
Th^ ) The lOM study indicates that the costs of dehvenng the same 
te^ci in dentists' ofTices on a fee-for-service basis would be significantly 

vl^uf we advocate that this program be universally ^^a^able we urge 
that^ first priority be given to coWiunities with large numbers of children 
who lackTcc^^ to routine dental services-that is, commumties with a 
hieh oropo-tion of poor children, and some rural commumties 

T^? cS for a niSonwide program to provide school-age children with 
Pr^entltTdental services applies also to preschool children over age 3 
L^crallv with regard to the education component. Eighty percent of 
Th^d en wh^^ far^^lies have incomes under 56,000 have -en a denns 
hv aae 6 (29) To begin to make some inroads on this problem, the Panel 
re^^^Simen^ tlLt as^community programs of P----^'^ ^:^^sS^! and 
^-.t^blished children in day care centers, day care homes. Head Start, and 
X?p?^>:ho^^^^ eligible to receive preventive dental ser^oces 

ThrouSi :^e^ pVogSms, and that the commumty programs work ^th 
p;?v"ders ofcare^to preschool children to assist ihem in providing 
C^c^h^l cKildreh with the educational component of the prograrn. 
^ trc^munity 'preventive dental programs are not ^J^^<^'^'f'X^l!^tf 
lished TJTcial p.^visions should be made to ^ss^^e,.*«^^"^^-^^*^^7„^[ 
prevent?^ dental services to preschool children, ^l^^^^^^^.^^^f ^^^^^^ 
Teams to day care centers, or bringing day care children ic .ental climcs- 

PERIODIC MASS SCREENING 

Screening for the presence of disease or its precursors has of course 
alw^vTbee^n an integral part of health care. Health histories, physicM 
eiamma^fons and routine'^laboratory tests all represent various forms of 
screTi^ne Testing of newborns for a v^^riety of problems mc.ding 
con^eSil and geSetic defects, is . particularly effective form of screemr^^ 
S^me kindJ of Screening tests, such a. vision testing in the schools have 
u?r!^ beer ^rformed in other than health care settings by personnel other 
thaS ph;;l^anroter the last decade there has been a substantially 
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increased interest in and experience with the large-scale application of a 
combined battery of several screening tests, in settings other than the 
usual source of care. 

Multiphasic screening, as organized mass screening for a variety of 
conditions was originally called^ promised to be an extremely efficient way 
of allocating scarce medical resources. By utilizing inexpensive tests and 
relatively inexpensive personnel to sort out — from an apparently well 
population — those persons in need of diagnosis and foUowup care, it was 
hoped that screening would assure early intervention when it was most 
effective, and would go far toward keeping the so-called "worried-well" 
out of the health' system. The Kaiser- Pcnnanente Health Plan pioneered 
ihe use of maitiphasic screening among members of the longshoremen^s 
union^ and found that it was an effective and economical way to improve 
the health status of its subscriber population* Since the screening was done 
in the longshoremen^s union hall>' and since al! those screened were 
enrolled in a comprehensive health prograntp most of the problems that 
plagued later efforts at mass screenings including those of getting p>eopIe to 
come in for screening, and assuring effective foliowup, simply didn't arise. 

The largest single impetus for organized screening programs in this 
coxmtry came in a very different context about 15 years later, in 1967, 
when the Congress amended Medicaid to require States to provide "^^early 
and periodic screening, diagnosis, and treatment'' (EPSDT) to all children 
under 2 1 who were eligible for Medicaid. Tlfe enactment of EPSDT was 
recommended by a I>epartment of Health, Education, and Wc, re 
(DHEW) task force that had been asked to look into the striking 
prevalence of chronic handicapping conditions which had been revealed" 
by a Selective Service study. More than 15 percent of 18-year-oIds had 
bee, X rejected for the draft because of hearing, vision, dental, orthopedic, 
emotional, anct developmental problems. The DHEW group estimated 
that 62 percent of these conditions were preventable and correctable 
through comprehensive and continuous care, and at least 33 percent 
through a program based on p>eriodic screening. The latter was chosen as 
the most cost-effective route (JO). 

The assumption on which the enactment o^ EPSDT was based — that 
the Nation could save moijey and that children's health could be 
improved by providing targeted, limited services which had high payoffs 
in finding costly, crippling illnesses — has proven to be largely false. The 
effectiveness and economies of finding, identifying, and ameliorating 
serious conditions wit n the constraints of a program that provides 
screening services largel^^ in isolation, and does not have the capacity to 
deal simult^jieously or imder the same auspices with all the health needs 
of a child, turned out to be illusory. Health professionals were frustrated 
iri'trying to utilize a one-time ^wning to discover the myriad cor.ditions 
that reveal themselves ov^ /*ne. Families seemed reluctant to use 
^joviders who offered only screening tests which professionals had 
decided were important^ while not being in a p>osition to respond to the 
health needs that the family considered important. 

As the EPSDT experience, demonstrated, and as current efforts 
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(incorporated in CHAP legislative proposals) to replace EP^DT with a 
progr^ emphasizing continuity of care reflect, a program of mas. 
^retnmg and foUowup is a poor substitute for access to ongomg, 

comprehensive health care. ^t^a ic tVi^ 

A Wrticularly problcmauc aspect of mass screemng has been and .s the 
mattfr of develipmenu.1 assessment. On the one hand, "L'y '^="f 
of developmental probIen>s can be extremely useful .n ""^f^J^'r^^d 
and in wardinc ofT secondary complications. On the other nana. 
reconcUinE the clmplexity of development with the simplicity of screemng 
r^or^oSsly d'mc^t. greening, after all. uses quick simp e procedmes 
anTf^ capable of a pass-fail interpretation to identify children m need 

"'^i^mafof .rn^k^orS^s^eening is to detect problems that ca. 
found ^d treated V^thout reference to social, environmental or cultural 
i2i« Some problems-vision and hearing deficits, speech impairments 
ca^db^ physiological malformations, and some delays in motor 
de^opm^t^-fend §iemselves more readily than others to ^e n^^s 
screenine process. However, many developmental problems— especially 
those involvi^ he complex interaction °f Physiolo^-": -"''"-1- 
mental, and emotional factors-are easy to misjudge in a quick screen 
One cannot accurately find the child who is hyperacuve. disturbed, or 
S^Trdcrbv thfadminfstration of a quick, simple test. '"'^^ «=ms c^I 
fofthe clinician to pull together ^formation from many deferent ^ 
(Dhvsical examination, health history, specific laboratory or other tesU 
o&at on of the child, talking w^.h parents) obtained over a penod of 
fime to determine whether a sign or symptom is transient and minor, or 

°"L°4'Sleo1-1he dSt.es e- ountered in implementing the develop- 
rHi=Vd^S-renVn^^^^^^^ 

bHiti^m^^^^^^^^^^^^ 

sive health assessment (JO. 3/ ). , _^ i „^ ^^t-* the^ 

The siudv of early screemng programs undertaken as part of the 

-■S .K'f~^^^^^ 

and developmental care should provide the context ^^f^ »^^^;>;"| 
developmental difficulties of children." In recommending, i^iproved 
pr^LduTes for early identification of children at developmental nsk m 
KJTares o7ch//dren^ N-holas Hobbs writes, "Our pnmaiy ^"^^^J^^^f^ 
a substantial and sustained investment in screening P^^^^^^^y '^^'^l 
in delay or eyen indefinite postponement l^.^^^^.^^f^^l'^^T'^^^ 
saiisfactorN- health program for the Nations children (32). The reports 
^commendation that fcreening for developmental dimculties should be 
prov^Td in the routine delivery -of health care by providers who can be 
Ke source of followup treatment is coupled with J^e recognition O^t 
Screemng programs are preferable to no contact with the health system 
and ^haf ^orl research is thus needed to determine' the usefulness of 
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various kinds of screening procedures and to deal with the problems of 
false fxysitive and false negative findings vhich may emerge from 
screening. 

The Panel believes that mziss screening, especially for physical prob- 
lems, can be an extremely useful supplement to comprehensive care. 
Selected tests compatible with the techniques of mass screenings such as 
those for anemia, vision, or hearing problems. coUld be performed at a few 
specified intervals: for example, once during infancy, once before entering 
elementary schooU and once before entering junior high school. Such 
screening could provide a ch^-ck on the adequacy of the care being 
provided to children and woula assure that at least those conditions which 
one-shot screening can reliably . detect would not go unnoticed. More 
impKDrtant, such screening could identify children without regular health 
care and could trigger efforts to link them to sources of continuing care. 

The Panel considers developmental assessment a key component of the 
health assessifient of every child. We also agree that developmental 
assessment of young children is not properly performed as part of a mass 
screening program, and should be carried out only in the context of a 
more comprehensive health or educational assessment. Policymakers and 
health care praviders should base the design and operation of programs 
that iny^olv'e screening on the assumption that screening is useful when 
screening tests are performed (a) in the context of individual assessments 
and continuing care, (b) as a means of detecting a U nited number of 
conditions characterized by simplicity of detection anr, followup, (c) as a 
way of linking children to an ongoing source of care, or (d) as a check on 
the adequacy of care ch children are receivirg. Parents should be 
involved at e\rery stage o- ?e process, 

m State laws mandating scho<ji screening programs should be 
mc>dified where necessary, and implemented so as to assure that 
t-iey result in more than perfunctory and isolated screening tests. 
School authorities should use the occasion of any physical 
examinations and vision and hearing screenings th -y may be / 
required to do as an opportunity to identify those children without 
regular sources of primary care* and take the steps necessary to 
link the children and their parents with such care sources. 
m In the implementation of the EPSDT program. Federal and State 
Medicaid authorities should assure that all children with identified* 
health problems actually receive diagnosis^ and treatment, are' 
linked to a regular primary care source for subsequent ^rvices,- 
and that parents retain resf>onsible^ roles in their^ children's 
continuing care. ' . ^ 

m TTie Boa^-d cri^H«aith Services Standards should review periodical-: 
ly what screening tests can usefully be provided as a supplernent 
to comprehensive care for all children, and which screening tests 
(for example, lead poisoning and tuberculosis) should be provided 
to high-risk groups only; at what stages of life they should be 
given: and unde*" what auspices they are most effectively adminis- 
tered. 
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INPATIENT HOSPITAL CARE AND 
EMERGENCY CARE 

Psychosocial Aspects of Children's Hospitalization 

Onlv a small traction of children's illnesses or accidents require 
indent hos^l cLre for proper treatment. Despite the higher incidence 
Xcute conditions among chSdren, children P[;^P^™8 
hospitalizations and shorter hospital stays than adults In ^^^S, just 6.9 
D^rSmTf all children under 15 years of age (excludmg newborns) 
SJ^rK^^d a short-stay hospitalization. Others, suffenng from congerutal 
Se?Sir?evelopmental disabilities, and chrome medical conditions re- 
auire lone-term foUowup care and frequent hospitahzatiorts. 
^^ffective care of the hospitalized child, to an even^eater extent than 
that of adulS, requires ckreful attention to the child's physical and 
osvcholoSc^ nee<S. Special orgaiiizatic d arrangements are required to 
?^^ure thft^ese sets of needs afe adeq rly met. Illness alone may exact 
rireat emotional toU from the child ana .amily. An "^^^/^^.^^^ 
h^pitalization becomes a major experience in the hfe of a child ^d 
feSv Many of the events which often accompany a hospitalization can 
£^me additional traumas and sources of stress. These may include 
^^aLn Ao^parents and sibUngs, disruption of daUy routine, 
tSu^y, anxietrabout the medical -counter and bemg poked, 
orodded and ounclured, seeimngJy without end (33, 34). . 
^^cidinS and chronic or sTvere illnesses may leave psychological 
sc^f ^ weS as physical disfiguration. Child psychiatrists, psycholo- 
Ss^^'l workers,^cirnical nurseVci^-Jf ^ and child life ^P^^^™ 
^oiiort and supplement the efforts of the parents the primary care 
prS^er.^nd the attending speciaUst in helping children to cope wiA 
ohv^c^ and emotional pain and distress. Paretits can also be supported in 
SofnTl^th th^fchU^^^ and in helping to remtegrate the 

' :S^d fn^lke f^ly and to ?e-establish peer relationships after a lengthy 

^^^'f^k^^'to successf;.! management of all child health .problems 
rearing hospitalS^Lion is a synthesis cf medical-surgical experuse with a 
S2rou^ appuStion of principles of child development^ When psychoso- 
su^rffvstems are Ult imc the delivery of c^e, P^/-^^ ^^^^^^^^^^ 
hastened; and there are fewer psychological P*"^"^^ <-ff:,^^^^"^" 
to the human side of hos^jtal care is not just go^ medical practice, it is 
oreventive medicine and it is cost effective (3/, j 
HolS^^ls have made great progress over the last ^two decad^ m 
adilting their environmem to r^nelt a heightened understanding of ^e 
deXpmlmLl and psychosocial needs of children and families in health 
- 2^re set^nL A substintial number of hospitals have already taken the 
^Ti^wh ^f the Panel believes that all hospitals which ofTer ^^^^^^^^ 
should ta». TTie hospital's commitment to chddren f^"^ ^/f^fffj^i^^ 
nn^ratins and statrmg policies, environment And desj^ of space, ana 
p'^[osopiy^r <ire. To^nUke hospitalization more humane and to im^^rove 
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health outcomes, all hospitals which ofTer pediatric care that have not 
already done so shauld adapt the following policies: 

m Encourage^ support, and provide accommodations for parents to 
stay with and participate in the care of their hospitalized child, 
m Allow parents^ and siblings as feasible, to visit hospitalized 

children at any time. 
* Make systematic provision to prepare children and their parents 
for hospitalization of a child and for major medical or surgical 
procedures. 

Hospitals that do not at present have such arrangement:* are often 
constrained by budg-t and space coi^>derations. The Panel believes that 
the costs of basic ps^ 'cbosocial care^ including preadmission and other 
activities aimed at preparation and support of child and family^ should be 
part of the bospital^s per diem rate^ reimbursable through third-party 
payment in the same maimer as are the costs of medicals surgical^ nursing, 
and clinical dietary services. We also recommend that the presence of 
these arrangements be considered in the process of determining hospital 
accreditation, and thau to the extent that they are reflected in the 
allocation of space, hospital construction eUgihlc for Federal loans be 
required to make appropriate provision for the special needs of children 
and their families. 

Recent hospital cost containment efforts have resulted in increasing 
concern with establishing suitable utilization standards for hospital 
admissions and d'jiration of hospital cr.re (5P). While recognizing the 
importance of fiscal responsibility, the quality of care should not be 
compromised. ^*The need to hospitalize a child is dependent upon the 
special services which the chiid requires rather than upon the diagnosis^^ 
i^O). It is frequently necfcssary for a child's welfare to hospitalize him or 
her because the home is inadequate for the circumstance of illness. It is 
necessary that auditors and PSRO^s have a full tmderstanding of this so 
that hospital beds for children are used appropriately, in a social as well- as 
a medical context. 

Criteria for length of hospital stay of children for particular types of 
surgery and illness should be established to eliznina^e unnecessary 
hospitalization, while including individual psychosocial needs as valid 
criteria fi>r lengthening or shortening a cbild^s need for hospital care. For 
chronically ill and handicapped children^ l^ospice care or other means of ^ 
care outside the hospital should be available, whenever possible^ at home 
^ or in a setting closely approxima ting home. 



Hospitalization for Childbirth 

Major attention should also be given to the childbirth bospntalization 
experience. Educational and supportive programs for expectant parents 
can help foster better care. An increasing number of hospitals with 
obstetrical departments are today offeri^ i educational^^ programs, plrofes- 
sional support, and the physical setting lor family-centered newborn and 




• maternity care. This trend should be encouraged, and traditional pra"ic« 
"nd ™Sines should be reassessed in Ught of 

experience- hospital staff should become better informed about fanuly- 
SSSIS ^r(4i ) The Panel notes the need for sensiuv.ty. and 
n^^o^onwl^erel^r possible, to the physical, 'rj^^^^-^^^^^' 
needs and desires of the mother and her family or sigr ificant others during 

* We"rtS^Iln»T^rall hospitals that offer obstetric c^.re if they have 
noTi^y^ne so. adopt the following policies: Arrange for ar spon^r 
childbirth classes for prJpectiv^ parents; permit the presence of the father 

enable Liem to play a iupportivc role m the childbirth, malce li P<^^'^'^ 
^nc^^tordm in ^ their mothers: make spcci.il arrangements to 
^JT^^^nLTLt^cen newborns and parents, especially ^f.^^^' 
Z^ir^i^cnsive care; adopt a liberal ^siting policy for children of 

'"E^Sl'^'^'^liospitals move toward providing 
obS^tric care, there £ and will continue to be a demand for c^^^^^ 
free-standing birthing centers and at 1^*=>"*'=- ^^Jf^^^l^^^^ 
are oocratinc in the U.S. today, coinpared to <^^y ^ i^^^ f J^'J 
SixteS^^f ^ese are free standing, and the rest are hospital based (42). 
^"?^rPancl ^t^ that these developments are ^-nsistent -^^^^J-P^ 
for a wider availability of family-centered care of all kinds, f^d^^^^T^ 
SLi a^ relevant institutions, includ ng third-party payers, should adapt 
practices and policies to permit these ^'^^^'^^^ 'fJ^Z^J^c^: 
^tt^t that thcv are oonsi^^tent with the provision of high-quality care. 
S^iLrSiis^ ^me an issue of much debate, especially with regard 
^^st^dir^birthing centers and home births, we ^^<>!^S^y 
furSr^ r^rci ^d dal collection to ^Uow assessment ofcUff^^^^ binh 
practices with respect to safety, cost, quahty of matermty care, an<l 
optimal environment for famUy interacuon and development. 

Hospitalized Newborns 

Low-birth-weight or otherwise handicapped newborns who, ^^^^^^ 
the hLt^i^ lo^ after their birth are infants at ver/ special risk. 
1 n^S^ sophfsu^ted technologies have saved a dramatically mcre^- 
inr^mlSr ^^ow-birth-weight babies, many of whom must remain for 
w«ks oT even months, ^ sSbjecied to very abnormal environmental 
^^dftio^ !^c?uding separation from parents. To the extent Possible 
^pS^ctices should encourage contact ^T^^^^ P^^^ 
' rx^Snt However the opportunity for parents to have close coi. ict with 

^H^^li^hl^^eL ^y ^^ea%'r^^ 

supports for the families. 
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Emergency Cai^e 



In many communities, one of the major deficits in child health care is 
the lack of acr ^ssiblc modem medical emergency services. Many children 
come to emcigency roojns each year because of accidents or injuries. 
Others come because they have no regular source of continuing care. 
Children may be referred to emergency rooms by their regular provider 
when they need care at night or on weekends. More than half the 
emergency rooms in the country do no: have a pedir.tncian on call (43). 
Their stafF has no sp>ecial training in managing chiM^hood emergencies. 
They often unnecessarily separate a child from the parents at the very 
moment when support is most needed. The sights, sounds, equipment, and 
treatments in an emergency room may frighten anyone; they can De 
overwhelming to a youno child- who has little comprehension of *.ieir 
beneficial purpose, 

AJI hospitals y^Jth e/ne/ ncy roams which :rea: children shaufd assure 
the av-ailabihty of special / Jiatric equ^^rnent and .">f medical and nursing 
stafT krsowledgeable in the caie at critic^Uy ill or injured children, nnd in 
the use of pediatric ec^uipment: arrangements sujrrounding the provision of 
emergency care should reflect s^.isitivity to the special needs of children. 

Those that see a relatively large number of children (perhaps more than 
5C in a 24-hour period) should keep a separate physical area for children, 
away from the sights and sounds of the adult services nnd should have 
special [personnel, especially nurses, available to caic exclusively for 
children. 

In addition, all hospital emergency rooms should estat>Iish mechanisms 
for encouraging patients and their famJhes. if they do not have a regular 
source of primary care, to select and use one and — to the extent consistent 
with the preservation of privacy and confidentiality — should assure 
systematic transmittal of medical information about emergency visits to 
the patients primary care provider. 

One good way to convey the necessary information from the emergency 
visit to the patient^s primary care provider, is to give it to the patient or 
parent- This has the virtue of not only getting the record conveyed safely, 
but simultaneously serves to provide the patient and family with 
important information. 



REGIONALIZATION 

Regionaltzation" in its broadest sense implies the ordering of health 
resources and services within a given area to promote efficiency* avoid 
unnecessarv duplication* improve access to health caxe, achieve greater 
equity, enhance quality, and respond to consumer needs. During this 
century, there has been a gradual movement in the United States toward 
regionalization of specialized, high--technology services in particular. 
While its potential has not always been realized in practice^ the Panel 
believes \he principle of regionalization has much to commend it. More 
efforts are needed to assure children and pregnant women, and Indeed all 
Americans, access to specialized services^ many of which must be 
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concentrated ir regional centers if the expensive equipment and facilities 
ard highly sk 5cd personnel associated with them arc to be available. 

Health planning legislation enacted by Congress in 1974 was designed 
to promote a comprehensive assessment of population health needs ■*^"J>J» 
a dcfineci area and a more rational allocation of all available health 
resources ^thin each area. It has ncJt. however, as yet lived up to its 
potential. Thus, our only extensive experience with regionaliration 
remains Concentrated in the area of specific components ot care and 
certain special-purpose institutions. Examples of ti.c former, in the 
maternal and child health sphere, include the Cnppled Chi d-en s 
program and perinatal care, while the latter is typified by children s 

hospitals. . t_ J J -T- .i 

The Crippled Children's Services program was established, under I lUc 
V of the Social Security Act in 1935. to develop a system of care for 
handicapped children and to treat conditions which nughl lead to 
handicaps. Characteristics of this regionalized program include the 
development of a Stale plan, case management from case finding through 
diagnosis, treatment, and aftercare: an interdisciplinary approach; travel- 
ing clinics with personnel from tertiary centers; approved providers and 
hospitals for specific services: prior iiuthorizaiion for care; voluntary 
organization and community support; and a Federal-State sharing of 
costs An important element has been the involvement of the private 
provider sector in plar mg, guidance, standard settit ^. and the provision 

of direct services. . , 

The greatest recent activity in regionalization has been m pennatai 

services As long ago as 1947, sick aewborns were transferred from other 
area hospitals to Children's Hospital in Denver. In the 1950's in New York 
City 16 premature centers were developed at both voluntary and 
municipal hospitals to care for smUl infants at risk who were bom at over 
70 hospitals with maternity services. The transport of these prematures 
was handled by the Premature Transport Service of the New York City 
Department of Health. A knowledge explosion in pennatai physiology 
and pathophysiology began in the 1960's. Criteria for establishmg a 
regional newborn center were developed at a Children's Bureau meeting 
in 1966 and included: (1) approval and support of regulating agencies of 
the State; (2) full-time nursing and medical personnel; (3) 24-hour 
supporting services; (4) 24-hour consultation services; (5) transport 
services: (6) life support monitoring equipment; (7) continmng education 
program: and (8) f-ill commitment of board of trustees, adnumstranon, 
' medical staff, and community. 

A major impetus to the regionalization of pennatai services was the 
publication in 1976 of Tov^ard Improving the Outcome of Pregnancy, by 
the National March of Dimes Birth Defects Foundation. This document 
contained recommendations for regionalization of pennatai services 
^ developed by representatives of the American Academy of Family 
Physicians, the American Araoemy of Pediatrics, the Amencan College of 
Obstetricians and Gynec< vogists, and the American Medical Association. 
Another important impc;us was the funding provided by the Robert. 
Wood Johnson Foundation to establish model pennatai centers and to 
evaluate their impact- 
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Children's hospitals are important examples of regional institutions with 
a vital role to play in meeting the health needs of children- Not all 
hospitals can or should provide all services to all children. Children's 
hospitals^ which arc typically located in the ccnu-al core of large 
metropolitan areas, serve as major referral centers for a wide geographic 
area in the provision of specialized care for infants and children. Because 
of their center-city locations^ they arc also usually deeply involved in 
providing primary care to medically underservcd populations, and 
generally have heavy teaching and research commitments as well. 

In general, regionalization of :^erviccs — whether designed specifically 
for children or to meet designated health crre needs of individuals of all 
ages — is> most important for complex, often expensive services which 
require special skills to provide appropriately. The list of such services will 
change over time, and as the capacity of more providers increases to 
deliver a particular service without loss of quality and at an economical 
price, that service can be spread beyond its original regional center locus. 

Federal and State authorities, prafessional and voluntary organizations^ 
hospitals, medical schools, and the public at large should actively support 
the development of selected regionalized health services for children, 
newborns^ and pregnant women. JKmong the specific steps which should 
be taken are. 

m Further development of regionalized perinatal care networks to 
assure all high-nsk pregnant women and newborns access to 
regionalized care systems 

• Encouragement of the trend toward regionalized genetic services, 
including p>ooling of laboratory diagnostic facilities and the 
availability of consultation 

m Extension" of regionalized networks to improve care for serious 
accidents (bums, trauma), certain chronic illnesses, and handicap - 
ping conditions, and to make mote v^idely available various other 
forms of technologically demanding medical care for seriously ill 
children 

m Support for regionaH/:cd backup and referral services for diagnosis 

and treatment of children with chronic illness, handicaps or 

psychosocial problems 
m Development of better methods of commtmication between 

medical centers and primary care physicians so the latter can 

provide appropriate foUowup services 
m Support for improved regionalized ambulance services 
m Enlarged public and private support of children's hospitals, in their 

role as regional resource centers and providers of specialized care. 
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CHAPTER 8 

ORGANIZING SERVICES FOR 
SELECTED POPULATIONS 



There are four special populations of children with health problems that 
present a unique bhallenge for the effective organization of services* Thtese 
include adolescents; chronically impaired children; children in foster care 
or other out*of-home placements; and children with serious access 
. problems as a result of language* cxiltural, and lifestyle variations from tne 
/ mainstream of society. In this last category are the children of migrants 
and seasonal farm workers. Native - Americans, refugees, and illegal 
immigrants* 

In reviewing the problems f^ced by certain special groups in obtaining 
adequate and appropriate health services, the PanePs attention was 
frequently directed to the unmet needs of the Nation^s adolescents — those 
young people approximately 12-17 years of age who, in this society, 
occupy a special and often stressful life stage between the dependency of 
childhood and the independence of adult status. I>espite the prominent 
position of adolescents in our youth-oriented society, the development 
and deployment of health services reflects inadequate attention to this 
group- 
Adolescents share with other underserved groups inadequate access to 
needed health services. This is true not only for services imf>ortant to all 
age groups^ but also for those of particular salience to teenagers, such as 
family planning, drug and alcohol ab^ise prevention, and varic us forms of 
counseling. Moreover, to the extent that health services are available to 
teens, they almost always tend to be oriented more to problems rather 
than normal growth and development. 

There arc a variety of reasons for the failure of the health system to 
address the needs of adolescents adequately. Certainly a major one is that, 
in a strictly medical sense, adolescents are healthy. Their death and illness 
rates are lower than for adults and infants — the illnesses and liTc* 
threatening conditions of infancy and young childhood are generally past, 
and the chronic disabling conditions of adulthood are not yet 'manifest 
To a greater extent than for other age groups, their health problems 
tend to be based more in emotional and psychological dimensions than in 
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physiological ones- Because, as noted earlier in this report, the current 
health system does not deal effectively with the psychological, social, and 
behavioral aspects of health, it is not surprising that adolescent health 
needs are often ill-served. The emphasis of third-party reimbursement on 
disease treatment and care rather than preventive services and counseling, 
which are highly relevant to adolescent needs, limits the effectiveness of 
the health syst<.m in helping adolescents. So does inadequate information 
about the most effective ways to design services for adolescents; a lack of 
consensus abot t the appropriate division of responsibility in this area 
between the schools and the health system; and a lack of clarity about 
which medical specialities are responsible for adolescent care. 

The Panel believer that the relative neglect of the health service needs of 
adolescents at present is neither defensible nor necessary. We recommend 
that policymakers and heaJrJi system leaders give increased attention to 
the health needs of adolescentc in '^r {sting health service systems^ and that 
both public and private sectors intensify their efTorts to develop and refine 
new models c f organizing services to meet the special health needs of this 
important life period. 

Health services for adolescents should be designed with two key factors 
in mind. The first is the signi;lcance for health of a variety of behaviors 
characteristic of adolescence, the second is the various attitudes and 
preferences of this age group. Both of these factors are taken up in detail 
in chapter 3. 

As discussed there, one of the great challenges in meeting the health 
needs of adolescents is to recognize the prominence of personal behavior 
issues in the range of health problems affecting this group. This is not to 
say, of course, that the full range of medical problems are absent in this 
period- Like younger children and adults, adolescents have imix>rtant 
medical problems — cardiovascular diseases (including hypertension), dia- 
betes, malignant neoplasms^ respiratory infections, c^ental diseases, hear- 
ing and vision disorders, and other problems. Adolescents are also not 
immune to the burdens of physical and emotional handicaps and chronic 
illnesses. But, as a group, they are unique in the extent to which healtii- 
related behaviors are of overriding significance for both short-term and 
long-term health status. 

The way in which health services for adolescents are organized and 
provided must also be in tune with a number of preferences and attitudes 
characteristic of this life F>eriod, such as the significance of peer 
relationships. Attitudes^ values, and behaviors are likely to be modeled on 
those of the social group. Adolescents are generally immersed in the 
present, often lack a tangible sense of future consequences or possibilities, 
and typically feel that, even if they are not quite inmiortal and 
indestructible, they certainly \von\ be the ones to be involved in an 
accident, get gonorrhea, or become pregnant. and if they seek help 

from health personnel, teachers, religious advi:>ers, or any other source, 
they are intensely concerned that their privacy and confidentiality be 
respected. For the health system, anc indeed aU institutions, it is a special 
challenge to respect and accommodate the teenager's desire for privacy 
and confidentiality in a manner that simultane-^^osly strengthens and 
supports parental involvement with teenage chil'lren. 
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Given these -various characteristics of adolescence, the Panel has 
identified, certain attributes that should be incorporated into the design of 
health services for this age group. These pertain to outreach, education 
and counseling, privacy and confidentiality, and financial barriers. 

Outreach 

Adolescents are often unfamiliar with the health care system and 
cannot be effectively reached through their families alone. Even more 
than adults, they generally require special outreach efforts to acquaint 
them with the health system and to get them to use services appropriately. 
Outrcnch systems far adolescents should be provided through the settings 
where they spend much of their time — in school, youth centers, shopping 
malls, and the like; through youth-oriented media., and through health 
facilities such as family planning or drug abuse clinics which may serve 
some of their peers. 

Educadon and Counseling 

The importance of education services that occur in schools and other 
community settings is described in some depth in chapter 3. Here we 
would only add that once an adolescent comes in contact with ths health 
system, educational efforts should continue to constitute a central 
component of the health services offeiexl. Such education efforts should be 
developmentally appropriate and, as with community-based health educa- 
tion for adolescents, use materials that are suited to the values and 
preferences ofadolescentsrand build, as appropriate, on tbe^importance of 
peer influences. 

Related to education, and of equal importance in organizing services for 
adolescents, is a strong capacity for counseling services. Indeed, in areas 
such as fanaily planning, the counseling components of care are of equal 
importance to whatever medical services are delivered. Given the many 
vulnerabilities of adolescents, and.^their many questions and concerns 
about a number of health matters, counseling should, like education, be a 
major aspect of most adolescent health services, especially family planning 
services and others related to sexual activity. The general importance of 
coimseling services is described in more detail in chapter 5. 

Privacy and Confidentiality 

Privacy and confidentiality are paramount concerns of yoimg people 
and must be so recognized by the health system. As a general principle 
health services — particularly family planning and other services related to 
sexual activity — should legally be available to adolescents without 
parental consent and with full assurance of privacy and confidentiality. 
This does not mean, of course, that parents and families should be 
excluded from the health care decisions of adolescents. Every effort 
should be made to encourage young people, and especially yoimger 
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adolescents, to communicate vnth their families about any care they are 
receiving. However, requirements of parental involvemer: must not be 
permitted to become a deterrent to the receipt of needed services, nor 
should receipt of services be contingent upon parental consent. Outreach 
messages must make clear that help is available on a ccnfidential basis; 
information must be held confidential and released only with the young 
person's consent; and confidentiality must be protected in establishmg 
fees and billing for services. 

Fiiia*>cia] Barriers 

Most adolescents have limited access to money, especially money they 
can spend as they wish without an accounting to their parents. Thus, even 
when they are guaranteed confidentiality in obtaining health services, they 
may be deterred from seeking nseded services by financial constraints. 
Tbc Pancrs general view that financial barriers should be reduced or 
eliminated to increase the availability of needed i -aJth services holds 
especially true for adolescents. Services to this population— especially 
those often sought independently such as venereal dis^Ke diagnosis and 
treatment, family planning, pregnancy testing, and crisis counseling — 
should be available either free or at reduced cost, using a sliding fee scale 
or similar structure. 

Another important consideration in designing health services for 
adolescents pertains to the personnel who come in direct contact with the 
teenagers seeking care or information. Health services designed for 
adolescents must place a high premium on using staff who are sympathetic 
to the needs and styles of teenagers and communicate well with young 
people. This view— all but self-evident on the ss^t has recently been 

supp>orted by a study commissioned by DHHS v. ruch indicated that 
adolescents were primarily concerned with the presence of nonjudgmen- 
tal, sympathetic per<;onnel, and with privacy ( / ). 



Organizational Models 

As for all age groups, health services for adolescents can be organized in 
a variety of ways, even when incorporating all the system attributes noted 
directiv above. The traditional medical mode of health care delivery 
remains a major source of care for adolescents with overt health problems. 
This system— typically including private physicians' ofTices, general 
ambulatory facilities, inpatient ho:>pital units, and the like — is most 
familiar to parents and indeed many health professionals. However, its 
value for adolescent health is limited because in general a teenager is ill 
before contact is made, thereby restricting the number of adolescents 
included in the system because morbidity is low in this age penod. This 
disease orientation also Umits its value in the broader preventive 
education and counseling activities so important to adolesceiits. 

Services to adolescents at present include various categorical programs 
such as teen family planning clinics and drug or alcohol abuse programs 
targeted at teenagers. It is the Panel's view that in some instances, such 
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Cfttegorical. programs are appropriate and efTicacious. Family planning 
services for teens are a good example, responding to a specific need with a 
specialized program. All such programs, however, need strong referral 
netwoiics so that adolescents may be put in touch with other services that 
they need. 

In addition to categorical programs, the Panel sees great value in a 
multiservice team approach to health care that addresses basic issues of 
adolescent development such as risk-taking behavior. Health-compromis- 
ing behaviors in adolescents tend to occur simultaneously; for example, 
adolescents who smoke are more likely to experiment with alcohol than 
those who do not smoke. An overall tendency toward cxjjcrimentation 
that characterizes adolescence is not specific to any single behavior, but 
underlies almost all the health-compromising behaviors considered here. 

An example of an integrated, multiservice approach to adolescent needs 
is The Door in New York City, which combines in one place a wide 
variety of services for adolescents — not only health, but also recreational, 
vocational, and other services (2). Because so many types of services are 
offered in such multiservice models, the problems of funding (usually 
"provided categorically) can be especially difficult. Each service of the 
facili^ may be supported or regulated by different sources who them- 
selves require different reporting, licensing, or monitoring procedures. The 
lack of health professionals trained in such interdisciplinary approaches 
may also create staffing problems. 

Services to adolesccnte are also delivered in non-health care settings. 
Certain institutional settings are discussed later in this chapter. Interest is 
currently high in using the schools as delivery sites for health serviccs*to 
adolescents and younger children. In some communities, schools are a 
logical site for providing both health services and health education. 

In reviewing 'Jae many models currently providing health services to 
adolescents, the Panel was struck by the indisputable value of promoting a 
range of ^stems through which an individual may obtain the services he 
or she needs. So, as for children and pregnant women generally, the Panel 
recommends that policymakers, public and private third-party payers, and 
other decisionmakers support a variety of models for providing seiyices to 
adolescents to accommodate the multiple and varied needs of this group 
and to present diverse opportunities to establish connections to the health 
care system. 

We emphasize that it is not necessary to establish whole new systems of 
care for adolescents. Indeed, it is the Panel's strong view that the cause of 
improved adolescent health would be significantly advanced if existing 
health services systems and programs wt ve to pay increased attention to 
this special life stage and orgsuaize ^rvices for this group appropriately. 
For example: 

• Acute care hospitals with a significant nim:iber of adolescent 
patients should organize adolescent units as distinct from pediat- 
ric and adult services, and provide such units with counseling, 
recreational, and related support services appropriate to adole:>- 
cents. 

• Family planning clinics that serve significant numbers of adoles- 
cents should provide special clinic sessions for teenagers that 
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emphasize education or counseling, arc sensitive to other needs 
. r.dolescents might bring such as drug problems, and include a 
vigorous outreach program to area adolescents. 

• Private physicians, especially pediatricians, caring for adolescents 
- should ensure that their routine patient evaluation procedures for 

teenagers include not only a medical history and a physical exam, 
but also a review of pertinent health habits, peer and fantuly 
relationships and related behavioral issues. Systems should be 
available for referring adolescents, as appropriate. to other Aeedcd 
services such as mental health services or drug abuse services. 
And in all such settings, scnsiuvity to adolescent needs— manifested, for 
example, by placing services at times and locations suitable for school 
schedules and stafHng services with personnel specially trained or suited 
to communicate well with adolescents — may well be more important m 
designing successful and useful services for teenagers than the particular 
organizational delivery model chosen. 

In the public sector two existing programs — EPSDT and Title V — are in 
place and able to help with a variety of adolescent health needs but in 
general have failed to do so. The EPSDT pro-am is designed to provide 
regular screening and health treatment for children and youth under 21 
who are Medicaid eligible, but in practice the program has been oriented 
to infants and smaU children. The picture is not much different in the Title 
V program, where young people up to the age of 21 are eligible for a broad 
rauge of services but the focus is on the very young;. Of the relatively small 
portion of adolescents receiving any care financeo by Title V, considera- 
bly more tjian one-half are seen only for pregnancy-related care. 
Accordingly, the Panel recommends that the leaders of EPSDT and Title 
V, at both the State and Federal levels, review and revise program pobcies 
and expenditures to ensure that adolescents are provided with an 
adequate portion of the total services administered by each program, that 
where possible a broad range of adolescent needs are addressed by such 
programs, and that Congress periodically review the extent to which the 
multiple health service needs of adolescents are included in program 
priorities. In particular: 

• EPSDT should increase outreach efforts to adolescents in such 
programs as Job Corps, where Medicaid-EPSDT eligible adoles- 
cents are likely to be found; ensure that the assessments 
performed on adolescents are developmen tally appropriate; fund 
demonstration projects to develop ways to involve more adoles- 
cents in - EPSDT; and widely disseminate the findings and 
techniques of successful demonstraUons, Especially to other 
EPSDT programs. , . 

• State Title V agencies, with the encouragement and leadership of 
the Federal Government, should ensure that their needs assess- 
ments and SXuxte plans include specific attention to adolescents; 
increase their training programs to help improve the skills and 
competencies of service providers who care foi adolescents; and 
review their direct service programs to ensure that adolescents are 
adequately represented and that adol^ent services are not 
confined to pregnancy-related care only. ^ 
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• The health planning systems at the State level in particular should 
assess the extent to which EPSDT, Title V» and other progx^ms 
are giving adequate attention to adolescents. 

Although the Panel believes that such ch|uiges in existing systems wiU 
d|o much to advance adolescent healthy it is also true that to reach some 
teenagers* and to address some special problems, new systems may need 
to be established. For example, age-specific, comprehensive, multiservice 
' centers have demonstrated their attractiveness to certain teenagers who 
might well remain totally without health services were it not for this type 
of care setting. Inner ci^ youths particularly those dis<if7ectcd and 
alienated, may well use only such a model — to the exclusion of other 
systems* such as hospital-based clinics — no matter how mxich these 
systems try to reorient their programs and procedures to suit adolescents. 
To encourage the development and expansion of such comprehensive 
services to adolescents* tfae Panel rccammends that public snd pr' 
funding sources increase their support of multiservice, single site systems 
of care f^r adolescents^ undertake administratis changes to ease the 
pooling of funds typically drawn from several categorical sources^"^ and 
develop common forms for reporting expenditures, program activities, and 
related factors. Such expanded support should include a strong evaluation, 
component to refine understanding of the strengths and limitations of this 
model for serving adolescen ts. 

New systems of care are also needed to assist pregnant teenagers and 
teenaged parents with their multiple health, social, educational, and 
occupational challenges. The establishment of the Office of Adolescent 
.Pregnancy Programs in DHHS symbolizes Federal recognition of this 
need, but* as we discxiss in chapter 1 1, the placement of thi^^rogram in 
the office of the Assistant Secretary for Health may have limited the 
benefit of this program. Even in communities where all needed services for 
such adolescents exist* only the most extraordinarily resourceful teenager 
can ^^package^ them appropriately. Although there is no single way to ease 
this service. coordination problem^ which certainly includes the health 
system but goes- well b^ond it, the Panel recommends that 'each 
community designate a lead agency to coordinate the bfoad array of 
services needed by pregnant adolescents and teenaged parents. Similarly, 
alf^those charged with maternal and child health planning at the State 
l^vel should review the extent to which communities have met their 
responsibility, 

CHRONICALLY EVfPAIREO CHBLDREN 

Over 10 million children in the United States suffer from some type of 
chronic impairment (3» Although the majority of their medical needs 
are met satisfactorily* and often extremely well met, the fragmented nature 
of our health care delivery system continues to leave some serious issues 
untended and often places substantial burdens on the very people who can 
least sustain them. In particular, children with chronic disease* physical 
and sensory handicaps* mental retardation, and emotional disturbances 
(I) continue to find it difficult to obtain comprehensive health carcv(2> 
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often suffer severe financial privation. (3) arc frequently ostracized or 
segregated from peers and society in general, and finally, (4) lack support 
when they must undergo trying personal and interpersonal stress. Large 
sums of money arc spent each year at the Federal, State, and local level 
for services to the handicapped, yet serious organizational and dehvcry 
problems remain. A number of the problems arise from procedures and 
policies which should be reassessed and. in many cases, altered to improve 
the quality of life of children with handicaps or in chronic poor health. 

This section begins with a delineation of issues specific to each of four 
groups of disabled children — those with chronic disease, those with 
physical and sensory disabilities, those with mental retardation and those 
with serious emotional disturbance. A discussion of the problems facing 
children who have multiple problems follows. The final two sections 
outline a number of general issues and provide specific recommendations 
addressing the problems for individual children and their families and for 
children with chronic illness and disabihty in general. 



Children with Lift Threatening or Chronic Diseases 

It is difficult to obtain definite figures for the number of children in the 
United States with life-threatening and chronically disabling disorders- 
Estimates range as high as 3 million children (5). Whatever the precise 
figure, s* bstantial numbers are involved and many of their lives are filled 
with suffering. Children with chronic disease may spend up to several 
weeks a year in the hospital, lose numerous days from school, face 
restrictions on their outside activities, and have to adjust their lives around 
rigid treatment regimens and schedules. 

The composition of the chronically ili child population is changing. 
Although advances in prevention have virtually eradicated or significantly 
reduced some disorders (e,g., rheumatic heart disease, paralytic poliomy- 
elitis, tuberculosis, and other infectious disc.^^), new diagnostic and 
therapeutic techniques have led to the recognition and management of a 
variety of diseases that previously caused death in infancy or early 
childhood- The result an increased populafftm of chronically ill children- 
A partial list of these "n^v. " illnesses includes: some forms of congenital 
heart disease; dialysis-dependent renal diseases: many newly identified 
endocrine and metabolic disorders; certain immune disorders; various 
congenital and acquired neurological diseases; and treated malignancies. 

Corollary to the changing nature of chronic disease is its changing age 
distribution. As therapy becomes more advanced and success.*ul, more 
and more chronically ill children are living into adolescence. Hospitals are 
starting to see a shift in patient population with increasing numbers of 
beds used by chronically ill adolescents and young adults. Retraimng of 
staff and rethinking of hospital policies are necessary in many instances. 
Furthermore, pediatricians, specialty clinics and general practitioners who 
continue to follow their chronically ill patients into adolescence are 
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finding that the problems their patients confront them with often concern 
such non traditional areas as sexuality* birth control and vocational 
placement. 

The incr^sed survival of chronically ill youngsters is* a direct result of 
and tribute to the massive mobilization of support for the development of 
tertiary care centers over the' past two decades, including construction of 
new facilities, training personnel, and c/esigning new equipment. It is in 
this "high-technology sector of medical care that children with life- 
threatening and chronic diseases typically receive their specialty services. 
What seems to be lacking at this time is the community backup supports 
for the less highly visible needs of these children. Unfortunately, the 
enthusiasm to provide specialized medical services to ill children has not 
been matched by proportionate dedication to other needs. The Panel 
perceives as gaps in the provision of services the following important 
community health supports: home health services, other alternatives to 
ho^>italization, prevention and preventive maintenance (including pri- 
mary and dental care), respite services and -other family support services. 

In general, most professionals dealing with chronically ill children agree 
that for the sake of the child, hospitalization should be kept to a minimum. 
The current costs of hospitalization make this an attractive economic 
notion as well. Many efficacious outpatient and home-based services have 
been develop>ed. but these services arc often not available to chronically ill 
children because third-party payments arc not available. Consequently, 
physicians are forced to hospitalize children for diagnostic studies, blood 
transfusions, and total parenteral nutrition to spare parents the expense. It 
is ironic that expensive hospital bills will be paid by insurance plans while 
payment for cost-saving services such as outpatient and home care is 
required of families in out-of-pocket payments. 

Youngsters with chronic disease are also often hospitalized bacause no 
other residence is available while they are receiving extensive treatment 
such as radiation or chemotherapy. Although these procedures may take 
only a few minutes a day, the child must often spend long hour? in a 
hospital bed and a hospital environment. Every effort should be made to 
develop nearby homelike settings (or hospice centers) where children can 
be monitored, but spend a more normal day. Efforts in this direction are 
starting, particularly through private charitable organizations, and should 
be supported and expanded. 

Children with chronic disease require primary care in addition to 
^>ecia] services- For a variety of reasons this care may be lacking or not 
well coordinated with other aspects of their health program. Preventive 
health maintenance is often not covered by third-party payers, and some 
programs serving chronically ill c'-ildren are not designed to, include 
primary care. Much of the difficulty, however, stems from simple lack of 
communication among providers and between patients and providers. 
Parents often think that when a child sees **the doctor** he or she is getting 
comprehensive services- On the other hand, •*the doctor" of the chronical- 
ly 01 child is often a ^>ccialist who may £^imie that the child is receiving 
primary care services elsewhere (6). Although this situation is not 
unxv^saL, it occurs frequendy and can be ameliorated by clear specifica- 
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tion pr provider roles. As a system of care is planned, program designers 
should always consider the coordination of primary carc^ needs of thfisc- 
children with their specialized needs. This becomes all ihelnorc important 
as the child returns to a. -more stable- stale and can be cared for by health 
care profcssic nals in his or her community. 

Another aspect of care that is sometimes overlooked for handicapped 
children is dental health. This subject is addressed in chapter 5. Finally, 
support services to help parents acquire the spceial knowledge they need 
about diets, medicatidn, and financial resources are not always readily 
available. 

Some programs funded through State Crippled Children's Services and 
the Bureau of Community Health Services have been designed to meet the 
comprehensive health care needs outlined above. Model programs for 
cystic fibrosis and hemophilia A and B have been successful in reducing 
hospitalizations, prolonging the life span, and improving the quality of life 
of children with these serious illnesses. However, because the pattern of 
Fcderarprogramming has been piecemeal and categorical, there are wide 
disparities in' the types of health programs available to children with 
different chronic conditions. The Panel recommends that as modifications 
are made at the Federal, State, and local levels for chronically ill children, 
planners review the experience of model programs and adjust for needs 
such as home care, hospice placement, coordination of specialty and 
primary care, and provision of family supports. 

The financial burden on families with chronically ill children is often a 
significant additional, concern, with much of the cost being '^hidden.*^ 
Although the major health care bills for hospitalization, surgical proce- 
dures, medicines and the like may be covered by private insurance or by a 
public program, there may be heavy travel, telephone, and lodging costs 
that are never reimbursed. Furthermore, parents may lose weeks of work 
for which they canno: claim compensation. These costs may throw a 
family over the financial brink (7). The worst situation occurs, obviously, 
for the fami'v without any source of third-party payment for whom 
hospital and clinic fees may represent clearly impossible expanses and 
stand as barriers to care. 

In addition to other difficulties, children with chronic conditions may 
suffer from societal intolerance. This problem is being alleviated by new 
community arrangements for these children imdertakcn in response to 
Federal initiatives such as P.L. 94-142 (the Education for All Handi- 
capped Children Act) and other legislation for the handicapped. The 
greater problem for children with chronic illness, however, may be their 
own self-acceptance, their relationships witti peers, and the emotional 
stress which the uncertainty of their disease place ? on them and their 
families. Children with chronic disease are continually faced with the 
actuality or the prosp>cct of pain and suffering, and with the fear of 
hospitalization, functional disability, and even death. These very real 
problems are, of course, exacerbated in adolescence as^the youngsters 
begin to search for independence and group idejtfiiy. Hijnpered by 
dependence on treatment and medicine and thae own ^-nse of being 
different, such children may find that growth a!nd development comes 
only with real difficulty. 

294 

2^7 



Children witb Physiod and Sensory Handicaps 

A Rjmd Corponition report has estimated that 19^000 children tn the 
United States are visually imfteired^ 490.000 hearing impaired, 2.20aOOU 
speech impaired, 1,676,<D00 crippled or other health impaired, and SO,000 
multiply handicapped (J>. These numbers fit the estimate of others that 
physically disabled** children constitute" one-half to two percent of the 
childhood population. Physically disabled children share many cf the 
problems of chronically ill children and the Panel feels they would benefrt 
from a number-of modificacons in the programs designed for them. 

These children need coordinated health care and help with life 
planning. Utiless problems *ire recognized early and irtervention begun, 
the child> performance and ability to learn and develop may be adversely 
affected. If there is a Bearing problem, there may be a delay in speech; if 
there is a vision problem, there may be a problem with intellectual 
development; if there is, a speech diffipulty, there may be a delay in social 
development* 

In the past, many problems were not identified until children entered 
school. This was because many preschool youngsters received few 
developmental examinations between the completion of their inmiuniza* 
tions and the time they began school, and because there was no way to 
identify, at birth or shortly thereafter, the children who were at risk for 
being disabled. 

This situation has changed. The great majority of iiifants bom at high 
risk now receive care in" tiie high-risk nursery system, that has been 
developed throughout the Nation, and studies have identified the criteria 
needed to recognize those high*risk infants likely to have developmental 
problems. Thus, for the first time, children with physical and sensory 
deficits can be identified at a very early age and intervention programs 
can be prompdy initiated. 

Because many physical and sensory handicaps interfe^ with a child^s 
overall abili^ to function at home and at school, current theory suggests 
that the best approach to ma^agg mgnt is through collaboration between 
the family and a conmiuni^ team of physicians, nurses, educators, 
ph3rsical therafnsts, occupational therapists, speech and hearing p>ersotmel, 
nutritionists^ and psychologist- In practice, three serious roadblocks 
hamper the smooth operation of these teams. First, evaluation personnel 
(particularly those in academic centers) often operate in a vacuum with 
' little reference to the child's actual home and school setting. This is a 
' difficult problem becatise the concentration of professional ^pertise to 
cieate' a team often requires that the evaluation take place in a center 
(usually in a city) where team members may know very litde about the 
resources actually available to the child in his or her own community. The 
creation of communis teams would ameliorate xKany of the coordination 
2^rob3ems and allow closer connection between evaluation and treatment. 
The large centers could still serve a major constiltatiVe and training 
function and could, in fact, function as the commtmity team foi their 
immediate area. 

A second diffictili^ is that leadership of the eyaluatioii team is often 
l^rf^r^wig and even though proper tests have been carried out, coordination 
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and follow-through arc often left in the air. This absence of leadership ts 
particularly marked when the child Itas a variety of physical and 
functional problems. A major 1\Cfi<X for an ombudsman or advocate is 
evident and many feel that ^^iatricians and other primary care providers 
should be prepared to fill tKH> void for physically handicapped children 
(5). Although most primary care providers have neither the training, 
resource, nor time to handle all the complex problems of physically 
handWappcd children, they can become active members of a community 
team. Wailing themselves ^and their patients of advanced diagnostic and 
treatment programs as well as the services of a variety of other 
professionals including, for example, occupational therapists, physical 
therapists, and speech and hearing specialists. Within the team framework 
the primary care provider can maintain an active role as advocate, 
interpreter, and coordinat<5r. 

In order to ieam how to function in a team and to fulfill the coordinator 
role competently, pediatricians, family practitioners, and nurses rnay need 
continued training and updating. This training should contain informa- 
tion about, resources with particular emphasis on programs for handi- 
capped children available through the schools under P.L. 94-142 as well 
as through other public agencies. The efibrts which have begun in this 
regard by the American Academy of Pediatrics and Federal education 
authorities should continue. 

One final problem currently interfering with full and efficient use of 
teams is the increasing number of services lied to one ol' another 
individualized treatment plan. It is currently possible for a given child to 
undergo as many as five or six individualized evaluations vwith different 
teams in order for services to be provided under P.L.. 94—142, the Early 
and Periodic Screening Diagnosis and Treatment program (EPSDT). Title 
XX, Developmental Disabilities, Crippled Children's Services, and the 
Disabled Children's program under Supplemental ^Security Income. 
Program regulations should be changed so^hat the same^evaluation would 
satisfy all accounting atui bureaucratic needs arid so that all agencies 
involved wifh a handicapped child (e.g., school, hospital, mental health 
center) know which services the child is receiving. Although this might 
place a slightly heavier burden on the evaluators. it would sp»are the child 
and family multiple taxing and stressful procedures and would allow a 
truly comprehensive program to be developed for each child. 

Just as there are hidden costs for the families of children with chronic 
discaR<: so arc there for the physically handicapped. If a child is in a 
wbeeivnair. the corridors of his or her home may have to be widened. If he 
or she nctrd> braces, the parents may have to pay out of pocket for the 
equipment and then bill their insurance company — only to find that many 
such expenses arc not actually covered. A child with a hearing aid may 
require multiple visits for adjustment, each meaning loss of work time fpr 
a parent as well as transportation and >ther costs. Although a wealthy 
family jnay be able to absorb these expenses readily, others cannot. 

The psychological prot)lems of physically disabled children often stem 
from thAr conscious and unconscious realization that they cannot 
perform as other children do. Just as chrMically fll children require 
ongoing mental health support, physically hamdicapped children often 
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Med buoyiog; and encounigment to get them throu^ the exceedingly 
difficult tMk ^ growing up. 

Miyor improvements in the health care and the everyday experiences of 
physically handica]^>ed individuals have come about in the past two 
decades. The Panel feels that it is essential that the good work that ^las 
begun continue and that every effort be made to coordinate activities for 
tbese<chiidreiKat the community level. 

Children wh& Mental Retardatioa 

Two to three million children in the United Stales are considered to be 
mentaUy^ret^trded. Definitions of retardation vary depending upon the 
source consulted, but the major issue for the children is that thev require 
specialized training and monitoring because of cogniti.'^ adaptive 
deficits. 

The etiology of some retardation can be traced to metabolic, genetic, or 
traumatic factors. Certain brain infections and toxins cattse additional 
cases of severe and permanent cognitive impairment. Explanations such as 
these, account for approximately 250,000 to 350,000 mentally retarded 
jfroungsters under the age of 18. and tend to be diagnosed early. Because of 
the organic conditions which accompany these types of retardation, 
morbidity and mortality for this g'oup is significantly higher than average. 

A second group of youngsters ^tuffer from mental retardation due to 
psychosocial disadvantage. In contrast to the children with clinical 
retardation, their cognitive disability tends to be primarily in the mild 
range and is generally so labelled only after they enter school. Because 
such a large percentage of these children have histories of significant 
financial and social deprivation, it is clear that poverty, disadvantage, 
poor nutrition, and environmental hazards play a major role in the 
causation of thts type of retardation. Such children do not tend to suffer 
ftdtn. increased morbidity and mortality. 

Major progress has been achieved in. the prevention and minimization 
of mental ^tardation through advances in genetic screening and prenatal 
diagnosis; care of prematurely bom infants; screening, diagnosis, and 
treatment of such disorders as phcnyllcetonuna, galactosemia, and 
hypothyroidism; reduced incidence of measles and rubella; and an 
improved understaUding of the effects of toxins such as lead and alcc^oL, 
and of the importance of early stimulation. The national network of 12 
Mental Retardation Research Centers established by P.L. 88-164 and 
' operating under the leadership of the National Institute of Child Health 
and Human Developme n t has been one major force contributing to such 
progress, and. such research programs focused specifically on mental 
retardation should be continued and expanded to maintain the momen- 
tum now evident. The university affiliated prc^rams administered by the 
OfiFice of Maternal and Child Health in DHHS are another major source 
of tertiary care services, community consultation, professional inicrdisci- 
l^inaiy training, and research into the problems of this population. 

As health care providers continue to emphasize prevention, recognition 
is needed that the current health care system is inadequate for youngsters 



with__mental retardation in a number of respects. In addition to. the 
problems of coordinating primary and specialty care, which are s imilar to 
those outlined for children with chronic illness, there are four areas of 
gross shortage in health services for retarded children, lliese are medical 
coverage for chil-iren in 24-hour residential placement, the care of 
superimposed handicaps, mental health care, and dental care. 

Severely retard trd children are often placed out of their homes with no 
access to their 'amily health care provider. As a result, it is the 
responsibUity of u-e agency caring for the child to provide adequate health 
care. In the past, most such children were placed in large mstituuons that 
were often managed by medical authorities. However, health care \a these 
institutions was seldom a high priority and often HtUe more tban crisis 
care was provided. With increased public awareness of retarded citizens, 
new systems of primary health care are being established in large 
institutions with some measurable success. At the same time there has 
been "a growing recognition that institutionalization aggravates existing 
retardation by divorcing children from normal experiences, stimuli, and 
relationships. As a result, when out-of-home placement has been required, 
it has increasingly been arranged in small community-based group care 
facilities- As beneficial as this change should be, there "is considerable 
variabiUty in the health care available to ctuldrtm in commumty group 
homes. All too often, only spotty medical and other support services have 
been available to children dispersea inlo-th^e community. 

Children with mental retardation share with physically isandicapped 
youngsters the need for a team approach to their complex problems. 
Because so many youngsters are now returning to commumties, the 
desirability of community teams trained in the evaluation and foUowup of 
children with retardation and associated problems is underscored. A 
major area of need for retarded children is apparent in mental health, an 
issue addressed in chapter 5. 

Maternal and child health authorities have recognized the importance 
of dental health for the retarded population and for the past 20 years have 
supported relevant pedodontic training. Furthermore, the Robert Wood 
Johnson Foundation's model program in dental education for the care of 
handicapped individuals has made an impressive impact on the dental 
care of retarded persons (9)r. Nonetheless, dental care is still needed by 
many mentally retarded children, and extension and expansion of dental 
services tb this group should be given attention in dental health planmng. 

The families of mentally retarded children have substantial needs that 
the current health care system addresses only marginally and certainly not 
systematically. Increasing evidence indicates early identification and 
acknowledgment of a child's retardation necessitates a supportive network 
for parents, and that effective intervention is facilitated if families are 
included in the planning and implementation of services. Early mterven- 
tion and family support systems should be buoyed at aU levels. There is an 
ODportunity for expansion of early identification and intervention pro- 
grams through or in collaboration with P.L. 94-142, that mcludes the 
specific goal of providing educational and related services to aU handi- 
capped childKn from birth. • ' • 
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Family supports in terms ot jobs, housing, and food should continue to 
be a major concern of program planners for this group as well as other 
special-needs children. The double indemnity of poverty and retardation 
should be recognized when children with mental retardation are bora into 
poor families. In addition, respite care should be readily available to 
parents who become the 24-hour-a-day caregivers for their retarded 
children. Parents and siblings often need a rest from such high intensity 
demands. 

At different times, mental health, public health, special disabihty 
councils, and education have been given the major responsibihty for 
setting priority and policy for retarded citizens. Even when a single group 
has been designated as responsible, there has been no dear delineation of 
the extent of that responsibihty, with resultant overlapping mandates, 
co^iilicting procedural guidelines and in some cases contradictory philoso- 
phies. Under the Developmental Disabihties legislation, for instance, a 
statewfile council is responsible for setting pohcy, but the coimcil has 
limited financial resources and cannot actually carry out many of the 
policies it recommends. As a result, other agencies, whose own policies 
ir^ay be quite different, may have to execute two or more mandates. At 
present, this situation is particularly pressing with regard to the criteria 
established to determine if children are eligible for various programs. 

The Federal E>evelopmental Disabilities legislation is being construed 
too narrowly to mset the needs of many mentally retarded children. This 
legislation was intended to provide ^'comprehensive services,^ in addition 
to special services, for a group of individuals suffering from chronic 
disabihties whose needs spanned several human service fields such as 
health, education, social welfare, and rehabihtation. The original act 
included, among the developmental disabihties, other ^>ecified clinical 
diagnostic groups such as cerebral pal^ and epilepsy. Recent amend- 
ments discarded this diagnostic approach and defined developmental 
disabihty as a severe chronic disabihty which: (a) is attributable to a 
mental or physical impairment or a combination of the two; (b) is 
mannfested by the age of 22; (c) is likely to contintie indefinitely; (d) 
results in substantial functional limitations in three or more of seven 
specified life activities; and (e) reflects the j>erson's need for a combina- 
tion and sequence of special, interdisciplinary, or generic care, treatment, 
or other services- 

It is highly probable that most mildly mentally retarded individuals will 
not be considered "^developmentaily disabled*^ and thus will not be eligkble 
for services as a result of these amendments, even though other program - 
rubrics (for instance those of PX. 94—142) definitely would make them 
eligible. In at least one State, occupational and physical therapy resources 
available through the Crippled Children's program to the whole range of 
retarded and disabled youngsters are threatened with restriction to those 
children who were most severely functionally impaired. It .would seem that 
the overlapping and contradictory procedural guidelines have the poten* 
tial; for affecting large numbers of children. Under the current E>evelop- 
mehtal I>isabihties Act definitions as many as ? to 2.25 milhon children 
could be reclassified as inehgible for needed services. 
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Sev^^ly dnotioEially Disturbed Children 



It is difiicult to get an accurate and comprehensive picture of the extent 
of serioxis emotional disorders among children in this country, but it is 
clear that a large number of young people are in serious trouble and need 
competent professional assistance. Federal education authorities report 
some 1.5 million emotionally disturbed children are receiving special 
education services in the schools, and Rand Corporation figures indicate a 
total of 2 milUon children per year receive a variety of public and private 
services , 5). 

Emotionally disturbed children come from all socioeconomic classes 
and can be found in a range of settix7gs, including correctional facilities, 
programs operated by welfare and social service departments, private and 
public residential treatment centers, and in the commimity in tlieir own 
family homes. 

The number of children with mental health problems, and the seventy 
of those problems, seems to be increasing. Adolescents, for example, 
constitute the fastest growing admissions category in psychiatric hospitals. 
Suicide and homicide rates among both children and adolescents are 
increasing at an alarming pace, and grov/ing numbers of young people 
display learrang disabilities, and problems with drug and alcohol abuse. 

The dominant paradigm for treatment of emotional disturbance and 
mental illness in children ar^d youth is psychotherapy in conjunction with 
medication, generally in a therapeutic milieu. This treatment mode 
requires the skills of psychiatrists, clinical psychologists, psychiatric social 
workers, and psychiatric nurses — highly trained specialists whose services 
are expensive. Further, this type of treatment tends to be quite prolonged, 
which adds to the costs. For families with Umited resources, the expense 
may constitute an insurmountable access barrier — especially because 
insurance coverage for such treiitment is often limited. 

Equally troubling is the fact that although traditional treatment 
approaches are highly effective with some individuals, they do not work 
very well with (1) children and youth from educationally disadvantaged 
environments wnere verbal commimication is inefficiently used in 
problem solving; (2) those whose socialization varies sharply from 
mainstream expectations; and (3) those from families and neighborhoods 
so disorganized that the normal sources of affection, support, and 
discipline needed to sustain therapeutic efforts are lacking. Children in 
these three categories constitute a substantial proportion of the emotional- 
ly disturbed group, but their needs are not being met and some mental 
health specialists are actually trying to redefine the problem in a way that 
will exclude such children. A number of residemial treatment centers 
already refuse to accept them, Umiting admission to children who are 
depressed, suicidal, neurotic, psych one, or suffering from disorders, such 
as ulcerative colitis or anorexia nervosa, believed to have a high 
psychosomatic component. 

An essential first step toward resolving some of these problems is to 
recognize that children in need of mental health services are found not 
only in psychiatric treatment centers, but alsc in the schools, the 




conrectioiial system, the social service system^ and the co mm u n ity. Mental 
health ^^ecialists must be pr^>ared to^ assist emotionally disturbed 
children wherever they axe, regardless of what service system has primary 
responsibili^ for their overall care (see chapter 7). 

Second, the treatment approa$:h itself must be reconceptualized to 
include more types of Intervention. The mental health problems of 
children are inextricably bound up with the most basic problems of living, 
anc. cannot be **treated'^ aj>art from the family, neighborhood, school, and 
community, which are. the normal socializing influences of society. Many 
emotionally disturbed children need common-sense assistance in relating 
appropriately to peers and adults, and can be helped by mental health 
counseling which differs from the traditional approach in that it is 
relatively nonverbal, and does not seek psychodynamic or etiologic roots. 
The emphasis is on current needs and cxirrent function, and upon 
strengthening both the natural support systems aroxmd the child and the 
youngster's ability to make use of those supports- 

— tn^TfaisTtype of men t al hegdth intCTvention, the role of the psychiatrist or 
other highly skilled professional is to investigate the child's natural setting 
and devise a treatment program that takes advantage of the skills of 
parents, siblings, teachers, friends, case workers, counselors, and others to 
carry out the bulk of the therapy through <iay-to-day supp>ort, protection, 
discipline, and guidance. This '^ecological" approach emphasizes treat- 
ment in as near to normal ^ttings as ix>ssible. with an eye to restoring or 
creating an effectively functioning support network for the child and 
enabling him or her to respond appropriately to it. When children must be 
removed from normal settings, it should be for the least possible distance 
in time, space, and p^chological effect- 
To redirect the emphasis of mental health services for emotionally 
disturbed children to reach the full array of yotmg people in need of help, 
r ^ V institutional arrangements need to be devised- Psychiatric profession- 
als, for example, should assimie major consultant and training functions. 
Th^ will need to identify and help to train various personnel in the 
commtmity — social workers, nurses, teachers, coimselors, and so forth — 
who ^ « work effectively with emotionally disturbed children. They will 
also need to provide backup for such "front-line" workers, especially in 
hanriliTig difficult and complex problems. Expanded programs for emo- 
tionally disturbed children and youth should ^ek to multiply the 
effectiveness of highly trained and expensive mental health specialists 
such as psychiatrists, clinical psychologists, and psychiatric social workers, 
and to make ^stematic use of the abundant pool of competent, concerned 
community personnel able to work effectively with many troubled young 
people. 

Finally, with regard to mental health progrsunming, a particularly 
difficult issue that needs urgent attention is the increasing suicide rate. 
Although part of the problem is the increasing stress on youngsters, 
another is the inadequate facilities for the care of yoimgsters who are 
suicidal.' Suicidal inclination is acknowledged as a medical emergency and 
yet often there are not services available in appropriate settings to handle 
this crisis. - 
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Children with Multiple Handicaps 



Statistical accounts acknowledge about 50,000 children as multiply 
handicapped. However, when multiply handicapped refers to a child with 
both physical and emotional disturbance or both menial retardation and 
physical disturbance, the number increases. The health care system is 
designed to respond to single or primary problems, not to individual 
children who may have a variety of problems. Thus it often does not meet 
the needs of such children. 

Parents of multiply handicapped children often find they must wend 
their way though a maze of different public and private programs in order 
to obtain the services they need- They must learn the ehgibiUty criteria for 
each and find ways to justify their child's inclusion- The specificity issue ir 
especially problematic in regard to mental health and retardation. Criteria 
are often such that a child may be both loo "emotionally disturbed" for 
services provided to children with developmental disabilities and too 
"cognitively impaired" for mental health services. These children make up 
a substantial proportion of current residents in State schools. Often their 
histories reveal that their parents sought fruitlessly for services for years 
prior to admission- When services for children with multiple problems are 
provided, it is often only in fragmented fashion. For instance, a child 
with E>own's Syndrome and leukemia (a common association) may fit the 
criteria for Crippled Children's Services because of his chromosomal 
anomaly but "not because of his cancer, and conversely may receive other 
services for his leukemia from a voluntary care program which is not 
designed to help with his Down's Syndrome. The integration is often left 
to parents rather than being provided as a necessary adjunct to health 
care. 



Common Themes 

Certain general themes emerged from the Panel's review of the health 
care needs of children with chronic illness and handicaps. First, 
coordination of care with elimination of duplication and imnecessary 
categorical restrictons is urgently needed. Second, professionals at all 
levels need more training to deal more efTectively with these children. 
Third, prevention and early identification efforts need support and 
expansion. And fourth, the families of such children need significanUy 
more financial and psychosocial support. _ 

Until fairly recently. Federal pohcy toward chromcally impaired 
chUdren w?' concentrated largely in the Crippled Children's component 
of Tide V and in programs foi" the mentally retarded and severely 
disturbed. Since the 1960's, however, both the number of programs and 
their scot>e have increased, to the point where there are now seven major 
service programs spanning the health, education, and welfare sectors: the 
Tide V Crippled Children's Services program; P.L. 94-142; Head Start; 
the Etevelopmental Disabilities program; the Disabled Children's program 
under Supplemental Security Income; EPSDT; the Vocational RehabiUta- 
tion program; and a number of mental health programs. Each has its own 
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tai^t populatxcn, funding, regulations, and operational base. Wo single 
agency or aiithority at aixy level of government is reqx>nsible for 
identifying all children with chronic impairments, diagnosing their needs, 
and ensuring that comprehensive health services are provided them. Until 
there is an agreed upon Federal-State-commimity ^rstem to facilitate 
provision of coordinated services by a community teamj. these children 
and their families will continue to face problems and shortfalls in the 
services they receive. 

The type of health services a chronically impaired child receives and the 
site at which they are provided depends to a large extent upon financial 
status. The poorest children tend to receive services in hospitals, often in 
an episodic and impersonal fashion with frequent changes in provider 
personneL Children from families of modest means with up insurance 
coverage are more likely to receive care through the Crippled Childr^n^s 
Services program or maternal and child health service centers. And 
children whose parents are more affluent or have extensive insurance 
coverage are most likely to icceive care from private physicians, often 
specialists. No one of these approaches or providers always insmes that 
e-x:hiki4s-receivmg con^H-ehenave health services — primary care as well 
as specialized services, preventive services as well as acute treatment, 
psychosocial services as well as medical care. 

The PaneFs investigation indicates that at the Federal, State, and local 
levels, a central authority is needed to assimie major responsibility for the 
full coordination of various health-related programs for physically and 
mentally handicapped children, especially those supported wholly or in 
part by the^-above-mentioned Federal programs. Whenever possible a 
community approach should be taken with every effort expended to 

complement school based effoits imder PX. 94—142. This coordination 
may be accomplished if health authorities ore willing to help in the 
individual evaluation process, to share data with the school planning 
tr^m^ and to help in the provision of related ser-- -es. 

P.L- 94-142 has incr^ised opportunities for handicapped children and 
through its related services provisions has brought a challenge to health 
providers to upgrade and extend services* This major legislation has also 
heightened awareness of the needs of handicapp^ children and made it 
dear how inadequate the training of most health providers is in combining 
knowledge of child development, functional abili^, and handicapping 
conditions. Programs established to meet these training needs should be 
continued and expanded. 

Another general Panel concern is that the promotion of child health 
must include prevention of handicaps and chronic impairment. As 
mentioned earlier in the report, many conditions discussed in this chapter 
are pr^entable by early detection and management (e.g^ PKLX, hypothy- 
roidisin), isiprovcd prenatal and perinatal care, immunizations, accident 
prevention, and improved social ccmditions. Likewise, early ider dfication 
anri intervention can do much to alleviate the secondary consequences of 
many conditions. Unfortunately, in many States such services arc 
available only on an incomplete and fragmented basis through programs 
established by the Federal and State Governments, or through the private 
sector, requiring the family to be able to pay. Because results from these 
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programs are begiiming to be effective, the current situation wliere some 
handicapped children receive early intervention and others do not is 
dearly inequitable; all should now be assured access to such programs. 
Health authorities should take the lead in the early identification of 
handicapping conditions, especially in infants and young children 5 years 
old and under. 



The health problems of all children described in this section are so 
serious that they affect every aspect of the children's lives. To have any 
impact on these problems, programs must address the needs of the child, 
of his family, and of his community. Therefore, the Panel's recommenda- 
tions are directed at improving services for each of these needs. 

The Panel recaxximcnds that certain basic principles underlie the 
pravi^on of health services to all children with chronic illness^ physical 
and sensory handicaps, mental retardation, and severe emotional distur- 
bances: 

Routine care for all such children should be in the home or as near 
to a normal setting as possible, with emphasis upon restoring the 
functioning effectiveness of families as well as enabling the young 
person to respond to the normal sources of support, afTection, 
instruction, and discipline. When children must be removed from 
normal settings, it should be for the least possible distance in time, 
in space, and in the psychological effec^t of the experience, and to 
a locale where adequate services are provided. 
m For all children with chronic or life*threatening diseases, hospitals 
should design ^sterns that maximize use of care in nearby, 
homelike settings, including hospice care when necessary, to 
rninirniy^ the time these children must spend m the hospital itself. 
Efforts in this direction should be promoted and expanded by 
private charitable organizations and pubUc programs, and should 
be reflected in private and public third-par^ reimbursement 
policies. 

m Primary health care services should be available to these young- 
sters ^ well as the more specialized care required for. the 
management of their specific lumdicapping condition. 

m Mental health services should be readily available for all chroni- 
cally impaired children and their parents, through the provisions 
of the Community Mental Health Services Act and other sources 
of support, both private and public. As often as possible, mental 
' health services for yoimg people should be made available through 
the ^stems and in the settings where the youngsters may be 
found — health settings^ schools, .correctional facilities, social 
services, and others. 

4^ E>ental health programs and policies should incorporate adequate 
provision for the care to meet the special dental needs of all stich 
children^ 
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• Special consideration should be given to the developmental 
concerns of adolescents with chronic impairment or handicap, to 
ensure in both ambulatory and hospital settings that issues of self- 
image, dependency, sexi'ality, peer relationships, and life plans are 
being addressed. 

Tie Panel recognizes the special burden and cbaJlenges borne by the 
parents and siblings of children with chronic Illness and handicap. In an 
effort to alleviate their problems, the Panel recommends the following: 
« The families of children with disabiliues and serious illnesses 
should have ready access to a wide range of psychosocial support 
services. 

• As more famiUes care for the special needs of their youngsters at 
home, provisions for training and aid in care for such children 
should be made. This should include tr ainin g about diets, 
medications, and financial resources. Support programs to provide 
such training should be readily available via public health and 
social service departments as well as private health care providers. 

• The hidden costs of care for chronically impaired children, 
including transportation, home renovations, special equipment, 
and lost work time for parents, should be taken into account more 
adequately in all relevant pubUc and private programs of support. 

• Respite care should be readily accessible f<M- parents who become 
the full-time caregivers of their handicapped children. 

• Special tax credits should be created for pswents caring for 
handicapp>ed children in the home. 

The Panel believes that a number of adjustments are necessary at the 
community level to optimize the use of public funds and resources for the 
improvement of the lives of handicapped children. The Panel therefore 

also recommends: 

• Full implementation of recommendations elsewhere in this report 
to enhance the availabihty and accessibility of prevention services. 

• Categorical research programs pertaining to the determinants of 
specific illnesses, handicapping conditions, and mental retardation 
should be continued and expanded. 

• Health authorities in each State should play a major role in early 
identification of handicapping conditions in infants and children 
aged 5 and under, in a manner which lends coherence and 
coordinates with — rather than duplicating or paralleling — early 
identification activities of the private sector and the schools. Early 
intervention programs should be expanded. 

« Training in the understanding and management of children with 
chronic disabilities should take place on all fronts. Because 
primary health care providers should assume a more active 
advocacy role in the coordination of services for children with 
physical and functional problems, current efforts to train pediatri- 
cians and other health care providers to be more effective in this 
role should be expanded. In addition, the University Affiliated 
Training Programs designed to train developmental specialists 
should be continued as a model of interdisciplinary professional 
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education^ Increased attention should be paid to the training and 
^ utilization of related professionals, paraprofessionals^ and commu- 
nity members in the various aspects of care* Training programs for 
parents should be expanded, and programs designed to sensitize 
nonhandicappcd children to the special needs of their disabled 
. peers should be made universally available. 

m The training programs designed for health and social service 
personnel who care for chronically ill and handicapped children 
should underscore the needs of families for psychosocial care^ 
including cotmseling and related social services such as transpor- 
tation, and help with day*to-day home management and financial 
needs* 

Clearer guidelines ^tnd ^yeafic^tians are needed in a number of public 
programs for smoother operation and grea :er benefits to ' the children 
servcdL 

m All agencies using the individual service plan format for the 
evalua tion of handicapped children should coordinate their 
requirements so that one evaluation and one plan can satisfy the 
accounting and programmatic needs of all service sectors — includ- 
ing health, school, hospital, mental health care, et cetera. Whenev- 
er possible, lead agencies should be designated and school, health; 
and social service agencies should establish community teams to 
coordinate services. 

• A clearer designation bra poHcymaldng^grotip for each State is 
necessary. The Panel feels that for mental retardation services, the 
Developmental Disabilities councils should have greater authority 
in community and State health planning. At the same time, the 
Panel feels that the Federal Developmental Disabilities legislation 
must be construed broadly to include children with all levels of 
developmental disabilities rather than only the severely mentally 
retard^l. For health planning. Federal, State, and local maternal 
an<i child health authorities should assume major responsibility 
for the coordination of various programs for physically and 
mentally handicapped children su|^ported wholly or in part by 
Federal ftmds under the Title V Orippled Children's Services 
program, Medicaid-HPSDT, the Developmental Disabilities pro- 
gram, the Disabled Oiildren^s program under Supplemental 
Security Income, Vocational R^iabilitation, and Mental Health 
programs. Coordination should be directed at creating and 
w^a^rfct^i-ntTig a commimity team approa^ to health and health* 
relate<i services, and. a clearly specified system of backup medical 
services^ for every handicapped diild. The efforts of maternal and 
child health authorities in this regard should complement school- 
based efforts under P*L. 94—142. (See the PaneFs specific program 

. recommendations in vc^tmi^ ^ ^ . 

• Whereats cat^orical services for the mentally retarded must be 
continued* State maternal and child health authorities should give 
f^iinir^i assistance for health-related aspects of programs for the 
mentally retarded. 
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CHILDREN IN INSTITUTIONS AND FOSTER CARE 



A substantial number of children are removed from their l»onM» each 
vear and placed in various institutions or foster c xc settings. Most ol 
tkicsc youngsters arc the responsibiUty of the juvenile justice system, the 
social welfare sy.^tem, or both. - ^ - . ^ 

Although parents may voluntarily place their children m f^ter care 
because of a family crisis of some sort or an inabiUty to meet the special 
needs of a child with a handicapping condition, many placements m 
institutions or foster care are involuntary and the result of court orders. 
Juvenile and family courts have traditionally had Jurisdiction over three 
main categories of children: abused and neglected children found by the 
court to be receiving inadequate care and protection; juvenite dehnquents, 
i e criminal offenders; and status offenders, that is juvciules who have 
not committed a crime but are bc^ r-nd the control of th^r parents, aure 
runaways, truants, or engaged in other forms of socially und^irable 
behavior. All of these children have health needs that must be addressed 
by those responsible for their care. In many cases, these needs are not 
being adequately met at present. 
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Juveniles in Confinement 

Thousands of juveniles are confined each year in secure faciUdes, either 
in short-term detention facilities prior to court proceedings or for longer 
<iurations in juvenile correction facihtics foUowing court action. Accord- 
ing to a U S C^us Bureau survey, more than 500,000 juveniles were 
acSnitted to public detention and correctional facilities in 1979 alone (Ji). 
An unknown number spent at least some time in adult jails. 

The vast majority of confined juveniles are classified as deimquent. 
Most are adolescents, and males far outnumber females. Because these 
Youngsters are in effect wards of the Slate, the juvenile justice system m 
geneS, and the facihties where they are confined in particular, have a 
duty to provide them with adequate health care. 

Pfaysica] Health Problems 

For a variety of reasons, a high proportion of juveniles placed in secure 
settings suffer from health problems. Medical problems were diagnosed in 
46 percent of the 47,288 adolescents examined over an, 1 1 -year period m 
NeiTvork City's single youth detention facility, to cite one case study 
(11) Confined juveniles are disproportionately from low-mcome famUies 
and' minorities, groups that typically have more health problems than 
other persons. In addition, they share the growth and development 
problems of aU adolescents, and may suffer from special problems such as 
alcohol and drug abuse, venereal disease, and untimely pregnancy related 
to the conduct that first brought them into the juvenile justice system. 

Finally, confinement may exacerbate preexisting health problems or 
contribute to new ones. Juveniles may suffer inj uries as a result of fi^ts or 
self-mutilation. StafT attempts to "control" youngsters through handcuffs 
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and. other restraints^ or throu^ excessive medicatioii^ can also lead to 
liealth problems^ as can the various forms of physical and psychological 
abf^e that are all too common in many- detention and correctional 
facilities. 

JMfentel Health PtaMems 

Although a pauci^ of data on the subject exists^ most authorities 
believe the incidence of mental illness, emotional disturbance, and mental 
retardation is higher among confined Juveniles than among those in the 
general population. The precise nature of the link> if any, between such 
problems and a youngstcr^s involvement with th^ juycnilfi Justice system 
remains tmdear, although the issue clearly deserves further research 
attention. 

There are fundamental questions about the appropriateness of placing 
youngsters with mental health problems in facilities that by and large lack 
the capacity to respond effectively to dieir problems* Juveniles who are 
mentally^ iH, Emotionally disturbed, or mentally retarded all too often wind 
up in detention and correctional facilities without having their problems 
identified or diagnosed anywhere along the way. In other instances such 
youngsters are placed in confinement precisely beause there are no 
alternative facilities available. 

Even with flexible and diverse alternatives, which a number of States 
are increasingly working to develop, there will continue to be some 
mentally iU, emotionally disturbed, or mentally retarded youthful offend- 
ers who must be placed in secure settings. Detention and correctional 
facilities have a respon^bility to meet the mental health needs of sticb 
Juveniles, Just as they must meet the physical health needs of all those in 
their care. Juvenile offenders with mental health ar mental retardation 
problems should not be placed in secure detention or correctional settings 
that lack services to meet their special needs. 

~' A tc^ priority for all detention and correctional facilities in which 
Juveniles are placed is ^tfae prevention of suicides, which are more likely to 
occur among confined youngsters than among those in the community. 
Because studies indicate most suicides occur within ^4^B6urs^ of admission, 
close observation of newly admitted Juveniles is crucial. AM facilities 
should include adequate programs of suicide prevention^ and should offer 
a fuU^range of other preventixre mental and physical health care. 

Needed Serrioes 

There are widespread deficiencies in the health care provided by 
juvenile detention and correctional facilities, many of which do not even 
have admission screening. Such screening is essential to identify seriously 
01 Juveniles who should be transferred to hospitals or clinics rather than 
admitted, to diagnose health problems that will require immediate or 
continuing tteatment, and to identify Juveniles with communicable 
diseases: Beyond the preliminary admission screening, confined Juveniles 
also need complete medical evaluations and appropriate treatment plans 
where indicated- The Panel recommends that detention and €x>rrectional 
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facilities provide a ftilJ medical evaluation to all juveniles on entry and 
periodically thereafter, and ensure ready access to primary health and 
emergency health care. Many facilities cannot presently provide emergen- 
cy care on a 24-hour basis, an important service. Regular sick call 
conducted by a physician or other qualified health professional, continu- 
ing clinical and supportive services, and infirmary or hospital care are also 
necessary for appoopriate health care of confined juveniles. 

Bad as many juvenile facilities arc in^'providing appropriate health care 
to the young people confined in them, they are — as a group — far better 
than adiilt jails,, where a substantial number of children are detained at 
least briefly each year. Only a tiny fraction of jails provide medical 
screening upon admission; indeed, studies have shown most either lack 
any medical facilities or have no more than first aid kits (/2). Children in 
adult jails are under severe psychological stress and are too often 
subjected to physical abuse as well. The Panel joins other groups in urging 
that Federal, State and. local governments move to prohibit absolutely the 
confinement of juveniles in adult jails, and *ake immediate steps — until 
thai objective can be fulfilled — to provide maximum protection to 
children held in such jails, along with comprehensive medical and 
educational services. 



Services in juvenile detention and correctional facilities may be 
deUvered on the premises by full- or part-time employees, off the premises 
by health care professionals working under purchase-of-scrvice contracts, 
or by a combination of both. The choice of a delivery arrangement will 
depend upon the size and financial resources of the facility and the level of 
health care to be provided. Even large facilities with fairly comprehensive 
services need linkages with hospitals and medical crnters in the communi- 
ty to meet complex or intensive care needs of thei* confined juveniles- All 
facilities, moreover, need to coordinate with community health services to 
assure continuity of health care after a juvenile is released. In the absence 
of adequate referral and follow up mechanisms, a youth's health problem 
may actually worsen after release and his or her ability to function in the 
community may be impaired. 

Whatever the service delivery pattern, every detention and correctional 
facility should designate a qualified health professional or agency as the 
health authority responsible for arranging for aU levels of care for that 
facility's juvenile population. This health authority should be routinely 
accountable to State maternal and child health authorities for the scope 
and quality of services. - w 

A major key to the quality of health care in secure settmgs lies m the 
ability of^the institution to attract and keep high caliber professionals, an 
often challenging task. The practice of medicine in such facilities requires 
special sensitivity and skills, both in dealing with juvenile patients and m 
maintaining good relationships with other iaciUty staff. Confined juveniles 
may be suspicious of or hostile to health care personnel whom they have 
not freely chosen and who may be perceived as just another part of the 
custodial staff. Such youngsters may sometimes fake medical complaints 
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and otherwise try to manipulate health professionals for their own 
nonmedical purposes. Tensions' can arise between health f>ersonnel and 
other staffs regarding securi^ precautions* Health personnel cannot be 
exempt from such security considerations^ but they must nonetheless 
retain autonomy wjth respect to medical judgments and treatments* 

Juveniles inr Foster Care 

The State is responsible for seeing that health needs of juveni!es in out- 
of-home settings^ such as foster families^ group homes, and residential 
treatment centers, are adequately met. There have been few systematic 
efforts to identify and analyze either the health needs of children in foster 
care or in the availability and adequacy of services to meet such needs. 
Rcsc£ux:b ^ong these lines should be given high priority by appropriate 
agencies of JOHHS. . 

What little is known about the health status of children in foster care 
suggests they have a number of problems. One study, a 1973-74 evaluation 
of the pifysical, mental, and dental health status of more than 600 children 
in foster care in New York City, found that more than one-half had at 
least one chronic physical problem and 20 percent exhibited multiple 
disabilities ( 73). 

Many children in foster care do not receive adequate health assessments 
and diagnostic services, despite the fact that regiilar health assessments are 
particularly important for children in foster care. There should be special, 
in-depth attention fc^r foster children who have had multiple placements 
or have b een the subjects of abuse. 

Assuring continuity of care for foster children poses special problems 
because medical records may be incomplete as a result of poor tracking 
systems, or because children enter foster care on an emergency basis and 
there is little medical history available. Foster parents often lack 
information about a child*s health needs, and records of past inmnmiza- 
tions and medications may not be transmitted from one placement to the 
next* Tbe^ Panel recommends that DMHS, in developing regulations to 
implement P,JL, 96^272^ the A^doption Assistance and Child Welfare Act 
or 1980^ [require that care plans for children in, foster care include a 
statement of the child^s health needs, the health services being provided^ 
and the agencies or individuals responsible for providing needed services. 

/Children in foster care often receive inadequate treatment services as 
well as inadequate health assessment and diagnostic services. Although 
basic medical care for those in publicly supported foster care is covered by 
Medicaid in a majority of States, reimbursement for emergency care^ 
orthodontia, and prosthetic devices is likely to be left to local option or to 
special State payments based on individual determinations. 

'Further^ many handicapped children now m institutions could be 
placed in foster family homes if special support services were available^ 
such as physical therapy^ psychotherapy, mental health counseling, and 
training for foster parents to meet the child^s particular needs at home. 
The Panel recommends ^ that foster parents "willing to care for a " 
handicapped or chronically ill child receive a higher basic support 



payment and that \fcdicaid rcimbMTsement be extended to all physical 
and mental health services needed by children in foster care, whether 
those children :we handicapped or not. Demonstrations should be 
undertaken to lest the feasibility of utilizing Mcdicaid-financed home 
health care to help some seriously handicapped children now in 
institutions to reside in less restrictive settings. 

Until recently, children in foster care receiving public support payments 
and Medicaid lost their eligibUity for such assistance if adopted by 
families with incomes over the eligibility cutoff for those programs. This 
created a severe financial disincentive for adoption of children with 
handicapping conditions because their medical care — in the absence of 
public funding— would constitute a significant financial burden for 
adoptive families. The Panel commends Congress for addressing such 
problems in P.L. 9^272, the Adoption Assistance and ChUd Welfare Act 
of 1980, and urges that regulations implementing this Act be designed to 
maximize prospects for adoption of children in foster care. 

Children in foster care are already eligible for health assistance under a 
aumber of Federal programs. They may have case plans developed for 
them under P.L. 94-142, the Etevelopmental Disabilities Act, the Social 
Security Insurance EHsabled Children's program, the Title IV- B Child 
Welfare Services program, and the AFDC-Foster Care program. There is. 
however, little coordination among these nor any assurance that an 
individual child in foster care will receive the attention and benefits due 

him or her. . j ^ o 

77ic Panel recommends that outreach efforts be conducted under :>tate 
EPSDT programs and under P.L. 94^142 to contact foster parents and 
institutions to apprise them of the programs and assist children m 
obtaining needed services for which they are eligible. 



ACCESS PROBLEMS OF SELECTED GROLTPS 

A combination of factors relating to language, culture, and geographic 
mobUity create distinctive access problems for three groups of mothers 
and children— migrant and seasonal farm wor'.ars. Native Americans, and 
refugee and illegal immigrant families. The problems of each group pose a 
unique challenge to those responsible for the eflFective orgamzauon of 
health servicr^t; no single solution can be applied to all. 



Migrants and Farm Workers 

The Department of Health and Human Services estimates there are at 
least 800,000 workers and family members in the migrant population, and 
as many as 3,000,000 seasonal farm workers and family members. Most 
live in marginal economic circumstances that are, if anything, getting 
worse rather than better as a result of reduced job opportunities, inflation 
in living costs, and cutbacks in medical aid programs. Such mdividuals 
typically have little if any coverage under "mainstream" social welfare 
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pro grams such as unemployment insurance, workers* compensation. 
Medicaid, and the like^ 

The Federal Government has a number of programs aimed at 
addressing the needs of migrants and farm workers, but these categorical 
programs have not always been adeqiuitely coordinated with each other. 
For example, the Migrant Student Record Transfer System sponsored by 
the Migrant Education program maintains records on approximately 
600,000 students. In recent years, this system has been linked with migrant 
health service programs so that selected health information is included 
with a child's student record and moves with him or her as the child 
changes location. TZiis linkage should be extended to cover migrant 
children in Head Starts in health programs not presently included, and, if 
possible, in such additional Federal programs as the Supplemental Food 
Program for Women, Infants, and Children, Thus, a child's student record 
would include not only selected health data such as immunization status, 
but also such data as his or her participation in Head Start, the Crippled 
Children's Services program of Title V, or the nutritional programs of 
WIC. 

Maternal and child health plans developed by the States under Title V 
should contain explicit provision for meeting migrant health care needs. In 
States such as California, Texas, and Florida which serve as "home base" 
for thousands of migrants during a major part of each year, more 
aggressive Federal and State efforts should be undertaken to provide 
needed preventive and treatment services to mothers and children while 
they are in residence. 

Federal efforts to assist migrant children would be strengthened by 
greater interagency cooperation, and could benefit from a series of 
cooperative projects utilizing DHHS as a lead agency but involving other 
relevant departments as well. These include the E>eparments of Agricul- 
ture, Education, Housing and Urban Development, Labor, and the 
Environmental Protection Agency. 



Native American Children and Mothers 

Approximately 753,000 Indians and Alaska Native persons live on or 
near Fedeml reservations, more than one-half of whom arc children and 
youth under the age of 19. The past quarter century has seen major gains 
in the health status and access to care of Native American children and - 
pregnant women, largely through the efforts of the Indian Health Service 
(IHSX an arm of the PubUc Health Service of DHHS. Infant mortahty 
rates, nearly double those of the rest of the population in 1954, axe now 
virtualfy the same as the national average. Maternal deat h s in childbirth 
^ve gone down 91 percent; and tuberculosis death rates have decreased 
89 percent (i4). Such improvements, obtained through an aggressive 
expansion of hospitals and clinics both on the reservation and in urban 
areas, are comparable to those enjoyed several de cad es earlier by the 
general population. 
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'Native Americans in general, and pregnant women and children in 
particular, now suffer from many of the life style-related health problems 
that plague the rest of the population. These include: ( /5) 

• Accidents: The age-specific accident mortality rate of Indian 
children 1-4 years old is about two-and-one-half times the rate for 
non-Indian preschoolers. 

• Teenage pregnancy rates for Native Americans exceed those of 
the general population, and only 23.4 percent of all women of 
childbearing age are using contraceptives. 

• Nutritional problems: Obesity is a serious problem among Native 
Americans — as it is throughout our society — and often has its 
onset in childhood. - 

• Alcohol abuse: There is some indication that fetal alcohol 
syndrome may be more prevalent among Indians than among 
other population groups. 

• Emotional and behavioral problems: Two- thirds of the parents 
interviewed in one Indian Health Service survey have voiced 
concerns about their children's behavior. At present, mental 
health services for children are scarce because few if any IHS staff 
members are trained to provide such services. 

• Child abuse and neglect: Although the data are incomplete, there 
is some evidence that the incidence of child abuse and neglect 
may be greater on reservations than elsewhere in society. 

« Handicapping conditions: An estimated 10 percent of Native 
American children have handicapping conditions that require 
special services. 

The Panel recommends th&U in the 198(rs, the IHS focus greater 
attention on these and sinu]£tr psychological, social, and behavioral 
problems vtrbile continuing to address more traditional problems such as 
infant mortality and infectious d i sease. 

The IHS provides direct health services to Native Americans through 50 
hospitals and hundreds of health centers and clinics. The program 
includes preventive services such as sanitation, dental care, public health 
nursing, health education, nutrition, eye care, mental health services, 
alcoholism programs, and social services. The Panel urges that Congress 
provide the support needed to sustain and expand existing IHS programs, 
and to initiate additional services in the areas identified above. More 
needs to be done to ensure that increased numbers of Native Americans 
enter the health professions, that more team care involving physicians, 
dentists, mental health workers, and other professionals is made available, 
that water and sanitation services are expanded, and that primary care for 
urban Indians is increased and expanded. This requires ampl.<5 supp>ort 
and vigorous implementation of P.L. 93-638, the Indian Sclf- 
i:>etermination and Education Assistance Act and P.L. 94—437, the Indian 
Health Care Improvement Act. 

The Health Care Financing Administration and PHS and IHS should 
also strengthen working relationships to reimburse IHS hospitals and their 
satellite facilities for care provided to Native Americans who are 
medically eligible. In addition, HCFA and IHS should develop innovative 
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' outreach practices such as the use of tribal councils to reach families and 
encourage them to obtain needed preventive health care under EPSDT. 

Refugees, "^Entrants,^ and Illegal Immigrants 

Although all of these groups share some common problems in obtaining 
access to health service — including language barriers and cultural oifTer* 
ences — they are treated quite differently by law and public policy, 
Refugees fare best and illegal immigrant families worst; the latter far 
outnumber the former by all available estimates. 

Approximately 300*000 people, most of them Indochinese and Cubans, 
arc currently eligible for benefits under the Refugee Act of 1980, which 
specifies that States shall be reimbursed for providing comprehensive 
services — including child health and welfare services — to refugees for 3 
years after their entry into the United States. Unaccompanied children are 
entitled to services until age 1 8, or for at least 3 years, whichever is longer. 

The health status of refugees is often poor at the time of their arrival in 
this country, but their problems tend to be remediable ones such as 
undernourishment and parasitosis. The Public Health Service's Office of 
Refugee Affairs suf>crvises the provision of health care to refugee groups 
and seeks to assure that the scope of services is adeqiiate. In general, the 
program has succeeded in providing refugee children with basic preven* 
tive care such as inmiunizations and in linking them with a regular source 
of primary care. 

The principal problem with the existing law as it affects the health status 
and access to services of refugee children is the discontinuity that is built 
in by the 3-year eligibility limit or cutoff at the child^s 18th birthday. The 
Panel recommends that PHS*s Office of Refugee Affairs assess this 
problem in details with particular attention to the difficulty^ of obtaining 
Medicaid eligibility for those children and families w^ho remain poor after 
the initial entry period. 

The legal category of •^entrants'' has been recently created to describe 
those foreign nationals who arrive in the United States seeking political 
asylum or a better economic life who are not deemed to meet the legal 
qualifications for refugee status* Pregnant women and children who are 
classified as ^^entrants*" are at a considerable disadvantage, because they 
are not eligible for benefits under the Refugee Act of 1980. In many 
instances, this means they immediately Join the ranks of the medically 
indigent^ receiving care that is far from adequate for their needs but is 
nonetheless costly to local providers. , 

Federal policy towards **entrants" is still evolving, DHHS has taken one 
positive step in deciding that unaccompanied ^^entrant^ children should be 
eligible for the same comprehensive services as refugee children. The 
Department of State has made funds available for this purpose under the 
Migration and Refugee Assistance Act of 1962. The Panel believes that no 
distinction should persist betv^een refugees and ^entrants** in determining 
the eligibility for health care of pregnant women and diildren. Either the 
Refugee Act of 1980 should be amended to eliminate the distinction which 
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now exists, or DHHS and the State Department should extend to all 
"entrant" children and pregnant women the arrangements now m use for 
unaccompanied children. ^ * 

In addition to refugees and "entrants," thousands of children enter the 
United States each year as members of illegal immigrant fanulics. 
Thousands more are bom here to parents who are illegal immigrants In 
either instance, the Ulegal status of the parents bars them from^gibihty 
for Medicaid and hence makes access to health services more difTicult for 
such families than for other low-income families. Such famUies typically 
have greater health problems, receive less preventive care and wait longer 
to see a physician tnan other people. They most often obtain medicul care 
from hospitals, as indigents. The cost to hospitals m axcas wiA a 
sieniTicant concentration of iUegal immigrant famiUcs can be quite high. 
According to one study, care for such individur**: in 1979 accounted for 
33 to 6 4 percent of all patient costs in all hospitals in San tMego County, 
Calif. Approximately one-quarter of these costs were for pediatric and 
obstetrical-gynecological care ^ 

Some have suggested that the easiest way to resolve such problems is to 
make illegal immigrants eligible for Medicaid. There are major problen^ 
with such an approach, however— including the prospect of mcreased 
Medicaid costs, the poUUcal question of whether it is desirable to extend 
free care to noncitizens and the likelihood that many undocunaented 
persons would be reluctant to apply for benefits even if eUgible, for fear of 
detection by immigration authorities. The Panel instead endorses and 
supports the policy of the PubUc Health Service permitting IUegal 
immigrant famiUes full access, with no questions asked, to coinprehcnsive 
scrvi^ available at Community Health Centers, Migrant Health Projects 
and Rural Health Centers. In addition. Congress, DHHS &nd the States 
should dcv^clop means for providing more fiscal relief to commumties 
virbere municipal health services provide care to significant numbers ot 
illegal immigrant families. And finally, the normal maternal and child 
he^th planSng process under Title V in each State should refiect a 
concern for assuring health care access for such families. 
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CHAPTER 9 

FINANCING HEALTH SERVICES 

FOR CHILDREN 
AND PREGNANT WOMEN 

The way in which health services are financed is the single most 
important determinant of how the health care system operates, what 
services are available, which professionals f^ovide those services, and who 
^ will receive them* In the PaneTs view^ rrxisting financing arran gem e n ts not 
* only fail to the Nation's efforts to improve the health of all 

Americans* in^uding mothers and children — they of^en work at cross 
purposes to this ohfective. 

_TTie Panel found two fundamental problems with the existing financing 
of health care* First, public and private third-party payment systems as 
th^ now operate provide incentives that result in an allocation of 
physician time, distribution of physicums by ^>ecialty and location, ai. d a 
manner of providing health services that collectively are unresponsive to a 
significant part of patient needs, especially those of children and pregnant 
women, and that unnecessarily drive up health care costs. Second, and 
equalfy important, current financing arrangements leave millions of 
Americans — an estimated 12.6 percent of the population — with no public 
or private health insurance protection whatsoever, and many miillions 
more with coverage that is so grossly inadequate that insurmountable 
fmancial barriers to needed health care remain </). 

Fundamental changes are needed in the financing of health care for 
children and pregnant women to ensure that the basic goals discussed 
earlier in this rejport are realized. The most important of these goals is to 
ensure that all health and health-related services that the Panel has 
identified as needed be available and accessible to children and to 
pregnant women without regard to ability to pay. 

Our recommendations for improvements in financing programs include 
propos a ls to modify the way that all third^party payers, public and 
private, pay for personal health services, steps that can be taken 
immediately to improve private insurance and Medicaid, longer-range 
national health financing proposals, and modifications to be made in 
grant programs both inmiediately and for the long run. 
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CHANGING THIRD-PARTY PAYMENT POLICIES 

AND 



Our specific recommendations for changes in the way that third-party 
oavers pay for personal health services reflect two major conclusions 
reached in the course of our deliberations about financial mceniives and 
health care: first, that public policy should promote modificauons and 
alternatives to existing methods of reimbursing health professionals and 
institutions, and second, that policies and practices of all third-party 
payers should be based on a more systematic assessment of tne 
r^tionship between financing decisions and the availabUity. acccssibiUty. 
appropriateness, quality, and cost of care. 

Alternative Payment Methods 

Under prevailing private and pubUc third-party payment practices, 
hospitals arc typically reimbursed for their costs (or someumes charges) 
and physicians for the fees they charge for each service performed. The 
principal test employed by public and private insurers in setting 
reimbuiiement levels is whether costs, charges and fees are reasonable 
or "usual, customary and prevailing." As all of these measures are 
inherently relative, there is no incentive for any provider to reduce pnccs 
and every reason for them all. collectively, to perform more services and 
to raise their charges. The more "allowable" costs a hc«pital incurs, the 
more beds it fills, the greater its revenue. The more procedures a physician 
performs, the hirfier his income. . . • ^ 

Economic motives arc only one influence on the behavior and 
performance of health professionals and institutions. Incenuves ^sociatcd 
With peer approval, pride of workmanship and altruism often take 
precedence over the desire for financial gain or fear of penalues (2). 
Nonetheless, reimbursement incentives are unquestionably servmg to 
drive health costs ever upward, without pcnalvy or brake. Recognizing 
this, some third-party payers are assuming a more active role m deciding 
what services should be deUvered, where, and by whom. Some Blue 
Cross^Bluc Shield plans, for example, have moved to ehminate x»verage 
of questionable or outdated procedures. The Health Care Financmg 
Administration <HCFA), the Federal Government's t^d-party payment 
agency, now seeks professional guidance from the Pubhc Health Service 
(PHS) on the efficacy and safety of some new medical procedures before 
makine coverage decisions. , 

Th^ and ^ilar moves have been taken largely with an eye toward 
cost control. There is another problem with the current Aird-party 
payment system that is even more detrimental to primary care of aU typ^, 
knd particnilarly care for children and pregnant women, and that is the 
bias in prevailing third-party reimbursements that favors hc^ital-based, 
high-technology care provided by specialists. Ser^dces «-«\^cred m the 
hwpital are more likely to be covered than those rendered m the 
phy^cian's office. Physicians are paid more for the use of technologic 
procedures than for examining and talking with a pauent, and more tor 
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tlie same procedure if they are specialists than if they are generalists. The 
da^Mkrity in rtf!mburseinent has been growing, not diminishing, in recent 
years. B i97S and 1978, reimbursements from Blue Shield of 

Washing i ^ ~cr the performance of technical procedures increased 
by mofe * v^cent, although reimbursements for physician time 

with pfttaet. ;n went up only 20 percent (J). 

Onr mrikult of this bias toward technology-oriented care is that 
physicians have been encouraged to master and utilize new and often 
valuable techn<4<^^ and procedures, axkd hospitals have been encour- 
aged to purchase and utilize innovative but often costly new equipment. 
However,, current reimbursemeat biases adversely affect the income of 
primaiy care physicians, including those who serve children and pregnant 
women; discourage the provision of time-consuming services such as 
counseling which are central to dismsr prevention and health promotion: 
sonaetimes encourage "hospitalization of patients, whether truly necessary 
or not; and disproportionately reward specialization on the part of 
providers. 

Today, the options of those who need health care services and those 
who provide them are often severely curtailed by the coverage decisions 
and other ptAicy determinations of third-party payers. For example, there 
are a number of services that noany insurance plans will pay for only if the 
patient is hospitalized, even if those services can >be provided safely, 
eflectiivefy, and far more economically on an outpatient basis. In other 
instances, services involved in the treatment of a disease may be fully 
coveied but those that could prevent the very same disease are ineligible 
for payment. Or to cite a third common situation, third-party payers will 
reimburse physicians ai a far higher .^rate for technology-intensive 
diagnosis and treatment approaches y|an for a **head and hands** 
approach to health problems. In theory, none of these payment policies 
dictates the decisions that physicians and their patients will make about 
the nature and location of health services provided. In practice, however, 
that is precisely the effect. 

A number of re^>ected researchers and health policy leaders have 
a^:yfT5^»<| the ramifications of the current reimbursement system and have 
described the problCTis arising from it. To cite but a few: 

• The Task Force on Pediatric Education concluded the present 
system "discourages the time-consuming counseling essential in 
effective diagnosis and treatment of biosocial and developmental 
problems'. . (4). 

• The National Council , on Health Planning and Development 
found that results of the current system include an "over-reliance 
on Existing modalities originally designed for acute, inpatient care, 
for serving the cfaronicaliy ill, and diagnosing the ambulant 
patient,** as well as a **failure on the part of providers to consider 
the relationship between the costs of utilization decisions and the 
benefits that may be gained** (5). 

• The Association of American Medical Colleges said the system 
discourages physicians, from pursuing careers in primary care 
because present policies **pay a premium for diagnostic and 

- therapeutic procedures and undervalue basic clinical knowledge 

321 

o 



and skills.- The AAMC report said: **Paymcni for the profession- 
al time invested in listening to. examining and counschng patients 
is so inadequate that generalists must keep their interval of time 
with each patient to a minimum and utilize it to order or perform 
procedures" (6). . 

• The Graduate Medical Education National Advisory Committee 
found the present system "favors the use of tests and procedures, . 
rather than careful patient histories, physical eicaminalions, 
patient education and counseling; favors hospitalization rather 
than ambulatory care; influences the future practice habits of 
physicians in training; discourages teaching in ambulatory set- 
tings; favors the selection of a site to practice in relatively more 
affluent areas or where satisfactory reimbursement levels arc in 
place; and favors the perpetuation of present circumstances into 
the future and acts as a deterrent to change in present methods of 
health care delivery, e.g., makes it difficult for Medicaid patients 
to obtain private medical services and deters the use of nonphysi- 
cian providers of health services. Indeed, it would appear that 
current reimbursement practices tend to contradict manpower 
policy objectives explicitly advanced in existing health professions 
legislation at the national level" (7). 

Because current reimbursement practices and policies work against, 
rather than in support of, some of the health care objectives for children 
and pregnant women that we deem essential, the Panel recommends that 
a// purchasers of health insurance and all public and pny^ate third-party 
payers, in collaboration wjth health care providers, take steps to modsfy 
and create alternatives to prevailing methods of reimbursing health 
professionals and institutions, and to encourage their use. Such modifica- 
tions and alternatives should include: 

• Revision of payment schedules and methods to more adequately 
reflect the value of counseling and other time-intensive aspects of 
primary care and to decrease inappropriate incentives for per- 
forming technical procedures. 

m Various methods of paying for packages of services, such as lump 
sum payments for specified services, annual or monthly retainer 
fees, and capitation payments and salaries for providers working 

in organized settings. ^ . . 

• Methods of reimbursement that offer equal incentives for training 
health professionals in ambulatory care and in-patient settings. 

The negotiation of fee schcd!ules by third-party payers offers an 
opp4>rtumty for specifying the range of services that shaU be covered and 
for ieekine agreement on an appropriate fee for each. As experience with 
Medicaid suggests, however, it is important that fee levels be adequate to 
induce providers to offer such services. 

There are a number of ways in which third-party payers can create 
incentives that will enhance the availability, accessibiUty and appropriate 
utilization of the services the Panel has identified as needed by children 
and pregnant women, including alterations in reimbursement levels fpr 
specific services to reflect more accurately the significance of each for the 
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prumotkm and maintenance of health, and the time required to perform 
each service effectively. 

A varie^ of payment methods that are alternatives to fees-for-service 
actually have double benefiu;^they serve the goal of cost control so 
important in the current inflauonary era, and they may enhance the 
int^r*tiott of health promotion and disessr prevention activities with 
' acute care. These payment methods include h mp sum payments such as 
those made to obstetricians for prenatal, delivery and postnatal care; 
retainers to providers that cover a specified range of services for all 
patients who come to a physician for care over a period of time; capitation 
payments to cover all care needed by a fixed number of patients; and 
pcovider salaries, usually in organized settings, that do not vary according 
to the number of services provided. 

The imp or t ance <^ noodifying reimbursement practices to support the 
training of health professionals in ambulatory settings is discussed in the 
section of hospital outpatient departments in chapter 6 and specific 
p r o po sa ls for developing better methods of reimbursement toward this 
end ard outlined there. Although ho^tal OPD*s are the most important 
single setting for training of health professionals in ambulatory care, 
•j*"****- issues of reimbursement to support training apfriy in other settings, 
including health d^MUtments, community health centers, and health 
maintenance organizations. 



Toward a Mtore RatkMial Basis for Pi^iiient I>ecisioiis 

If such modifications are to be made, and the health care needs of all 
Americans — eapcaaUy mothers and children — are to be more appropri- 
ately and adequately addressed in the future, then third-party payers, 
^^lether public or private, will need systematic expert guidance on which 
services are in fact needed, who is qualified to provide them, and tmder 
what circumstances or in what settings. 

As we have discussed in chapter S, the Panel recommends that a Board 
on Health Services Standards (or conr'ttium of existing groups) be 
established to fulfill three functions: first, to review and continually refine 
our understanding of what health services should be available to mothers 
and children in hght of new knowledge and changing health problems: 
second, to provide information and guidance to all third-party payers and 
others regarding the efficacy, effectiveness, and approfM*iate use of a given 
service or set of services, and the circumstances under which siich services 
should be financed; and third, to provide information to all third-party 
payers and fmancers of health care regarding the likely effects of their 
payment policies and practices on the availabihty <^ needed services, 
professional personnel, faciliti^ and other components of the health care 
system. This third function is perhaps the most challenging of the board*s 
duties. At present, our knowledge about, for example, the way that various 
coverage and reimbursement policies shape the quality of care is scant. 
Even those involved in health services research and evaluation do not 
typically go beyond &d hoc descriptive studies to systematic assessments 
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of how payment practices might be altered to promote the availability, 
accessibility, and appropriate use of various types of health service:*. 

The board envisioned by the Panel would attempt such comprehensive, 
systematic analysis, in addition to its other tasks, with the aim of 
providing information for use by third-party payers in designing their 
policies and practices: by States in the certification of private health 
insurance plans (discussed beh>w); and by businesses, labor unions, and 
others who choose and/or pay for group insurance plans. Among the 
broad scale analyses that we envision the board undertaking we call 
special attention to two sets of reimbursement issues that should have a 
verv high priority when the board or similar mechanism is established: 

• What changes should be made in current reiniburscmcnt differen- 
tials to encourage the provision of health services to those most in 
need? Should third-party payers discontinue geographic difTeren- 
tials based on usual and customary fees that go beyond the 
differential costs of delivering services? Should third-party payers 
consider establishing higher payment levels for the provision of 
prirmt. care services in underscrved areas? 

• Can sc* vices, functions and quality of care be defined with enough 
precision to allow reimbursement for a given service to be the 
same, regardless of who provides that service, as long as the 
provider meets certain standards and quahfications? Should 
reimbursement be made at the level appropriate for the provider 
who possesses the minimum training deemed necessary to provide 
the service? Would such reimbursement practices be successful in 
encouraging the provision of time-intensive aspects of primary 
care that would be characterized by both high quality and 
reasonable cost? 



IMPROVING PRIVATE HEALTH INSURANCE 

About four-fifths of all Americans, some 181.5 million in 1978. have 
some private health insurance coverage for hospital expenses and nearly 
three-quarters, or 1 64. 1 million, are also covered for some physicians' fees 

The scope and reach of private health insurance give such plans 
considerable potential for advancing maternal and child health goals that 
depend upon removal of financial barriers, but this potential remains to be 
fulfilled. Private insurance plans, at present, do not generally place high 
priority on the kinds rf benefits the Panel deems essential for comprehen- 
sive health care of children and pregnant women. Coverage is extensive 
for inpatient hospital care, but less so for ambulatory care— which 
comprises the bulk of services needed by children and mothers- Preventive 
care— again crucial for maternal and child health— is generally excluded. 
Coverage for any type of care for emotionally disturbed children is very 
limited. 

Regardless of such limitations in private insurance, the fact remains that 
such coverage is the predominant way Americans finance their health 
care. Thus, the Panel has considered various ways in which this system 
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might be strengthened. Currently. bu»incsi»e», labor union*, and individual 
purchasers of private- health insurance have no systematic way to evaluate 
the coverage oflcred by various private insurance plans and to rale 
alternatives in terms of their contribution to health status. 

The Panel has concluded that creation of a voluntary and advisory 
certificauon process, a "»cal of approval" in effect, would go far toward 
promoting the availability of private health insurance plans that more 
adequately meet the health care needs of children and pregnant women, 
by helping to inform purchasers of insurance of the relative strengths of 
different insurance plans. A similar conclusion was reached by the 
Congress after it examined so-called "medi-gap" insurance, or policies 
sold to supplement Medicare coverage. 

The PuneJ recommends that Stares insfifufe a volurtury seAJ-of-apprav' 
mJ process, whereby slate insurance commissioners review private insur- 
ance policies approved for marketing in their States and grant certification 
to those that adequately meet the health needs of children and pregnant 
women, in determining which policies merit certification, the States 
should utilize criteria adva.iced by the proposed 3oard of Health Services 

Standards. " w c i 

If a Slate fails to perform the certitlcarion function, the federal 
Government should be. authorized to do so. Should the board or its 
equivalent not yet be functioning, we urge that the Secretary of Health 
and Human Services request the Institute of Medicine, or some other 
suitable body, in concert with appropriate professional groups and 
consumers, to develop such gxudelines. 

As a contribution to the development of such guidelines, we note below 
several characteristics of private health insurance that might form the 

basis of certification: 

• Coverage of all basic essential services (including prenatal, 
delivery and postnatal care; comprehensive care for children 
through age 5; and family planning services), plus such other 
services identified by the Panel as "needed" as can be provided 
with reasonable assurance of quality, effectiveness and economy 
under existing or clearly definable circumstances, 

• Coverage not only of the employed or enrolled individual, but also 
of spouses and all dependent children to age 18. 

• Coverage for the entire family, without additional premiimi 
payments from the famiSyi for 6 months or until comparable 
coverage is obtained from another source after termination of the 
enrollee's employment or death, or the divorce or separation from 
the enroUee in the case of family members. 

m Agreement to reimburse all qualified providers in accordance with 
guidelines provided by the board or other mechanism designated 
to p)crform this fxmction. 
The standards for certification should not be set so high that few 
insurers offer, or few purchasers select, the certified plans. The PaneFs 
principal objective is to ensure that a large proportion of children and 
pregnant women gain coverage from improved private insurance plans 
within a reasonable period of time— perhaps 2 or 3 years after the 
establishment of certification s tand a r ds. 



Grantmg certification to policies that meet or exceed guidelines for 
providing adequate coverage to mothers and children is only a first step. 

iTie Panel urges labor and employer groups to give high priority to the 
purchase of certined plans; Federal, State and local governments are 

bemselves major employers and can take a leadership role by making 
such plans available to their own employees and their families. Private 
health insurers should not only make such policies available but also 
n:iarket them aggressively. In addition. State and Federal Governments 
and such private groups as the Consumers* Union should publicize the 
criteria used in the certification process and the results of State review and 
evaluation so that businesses^ labor groups and others responsible for 
purchasing group health insurance plans will be aware of the deterrtiina* 
tions. 

The Panel considered prop>osaIs to require that insurers offer health 
policies meeting certification criteria^ and even proposals to reqtiire that 
employers offer certified pohcies to all their employees and families. 
OeEuiy^ such a mandatory approach would be more likely to achieve our 
obfective of improving private health insiirance , coverage of services 
needed by mothers and children. We believe, however, that it is preferable 
to avoid the controvert likely to arise over a mandatory approach and to 
see if our objectives can indeed be accomplished through a voluntary, 
advisory certification process. 



IMPROVING MEDICAID 

The Medicaid program is the Nation's principal system for financing 
health care for the non-aged poor. Created in 1965 in the same legislation 
as Medicare^ it has the following major statutory characteristics: 

m Open-ended Federal matching of State expenditures, at a rate of 
50 to 78 percent for benefits and 50 percent for most administra- 
tive expenses, 

• Broad State discretion in setting income and assets tests for 
eligibility, and in specifying benefits to be covered, 

• State administration under broad Federal guidelines. 
Combined Federal-State Medicaid outiays reached an estimated $21.4 

biUion in fiscal 1979, of which the Federal share was $12.1 billion and the 
State share $93 billion. In that fiscal year, the program served some 10-7 
million individuals under age^ 21 and paid for Early and Periodic 
Screening, E>iagnosis« and Treatment (EPSDT) assessments, for some 2*14 
million children. 

The combination in Medicaid legislation of State autonomy in setting 
benefits, eligibility, and provider participation poUcies^ and the provision 
of few incentives for meeting needs adequately, restilts in enormous 
variations among States in how the program functions^ and tremendous 
economic hardships and barriers to needed care for millions of families. 
Twenty-nine States do not allow children of two-paren* families to 
participate in Medicaid, no matter how poor the famiiy. In 19 States, 
women who are pregnant for the first time do not qualify for prenatal 
benefits. Income standards for eligibility are so low ia many States (a 
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familv of four in Texmcssee is aUowed a maximum income of $2,400 a year 
zTaZSfyy that the result, in combination with other restrictive require- 
mcSts, is that only about two-thirds of all poor chil<iren are ehgible, an 
SSSt^ 7 million children who meet Federal criteria of ^verty cannot 
receive any Medicaid benefits at all (9). rr^^^i 
%iere I considerable evidence that without changes m Feder^ 
legislation, the situation will rapidly become worse. .^Iready between 1970 
a^ll9797the percent of poor people with Medicaid cards declined m 33 
^t^ S^eral State le^slktureTare considering cuttmgback on eligibibty, 
Lcluing denying Medicaid benefits to first-time pregnant women who 
a^e now eligible for Medicaid in those States. Projections made for the R 
W. Johnson Foundation indicate that ^ ^^^l^V^'^.?''^''''?f^^^'^2, 
years, over 750,000 persons now ehgible for Medicaid would be made 
iielieible as a result of more restrictive reqmrements ( /O). 
* M^caid suffers severely from the problems common to any progr^ 
focused exclusively on the poor— incomplete acceptance by both in^en^ 
b^^S« and providers of service, hostiUty from many of the nonpoor 
^ S^SLit pre£ures for service or ehgibiUty cutbacks in times of ^ 
^nstraint. In addition, joint Federal-State responsibihty for the program 
leaves no single level or unit of government fully accountable. 

and Turnover in ehgibiUty account for much of the «^^<i«l^^^ 
MediSid in general, and the EPSDT program m particular ^f^^^ 
thrhealth c^e needs of poor children. Only 20 States extend Medicaid 
S^biUty to all poor children regardless of family composiuon, eniploy- 
m^tor mtrital^tus, and only^33 cover children in medically mdigent 
SSS^y ^^ose with c=nough in^me to meet everyday hvmg costs except 
fo^hSA care (9). More^Ter, because famUy economic cu-cumstances 
^ ch^e significkntiy from year to year and indeed ^^^^^^^IJ^^y^J 
DOor people cS^tantly lose or gain Medicaid ehgibihty. In 1977, some 35 
S^i^f children covered by EPSDT lost eligibiUty during tiie year (/ /). 
abrupt shifts in eligibility can seriously interfere with contmmty of 



^though EPSDT is now the largest health care ^^^^^^P^^^^ 
ooor children ito has not reached its potential. Many States do not 
S^b^ f^some of the diagnostic and treatment services indicated by 
^TenS^r^ults as being nee^d, nor do they always follow up screenang 
SSS^In^Tto make siSe that detected problems f^e tre^^cd. Various 
^rSSSve barriers limit or prevent use of ^^^'^^^^^ 
orS^tions and other organized settings by many^Medic^d-eh^ble 
L^w fees, red tapefand otiier problems combine to discourage 
p^^^n in Medicaid Vy many physicians and <i-^J^-;^--«^^ 
DHHSfigures, in some States as few as 30 percent of physicians 
.^^^.atS^S Medicaid in 1973-75. Nationally, just 4 1 Percem <>f 
dentists and about half of all physicians participated (12). The rate of 
pSSS^aSfn l^ong pediatriciL? is -^^^^^^^^^^^^^^^ 
indicate 80 percent serve at least some Medicaid patients (IJ). wowever, 
effect SLrrXysician "participates" in Medicaid does not neces^y 
he or she cS^ for ^ si^icant number of pubUcly subsidized 
pa^^ In one for exLiplTthe data indicate that approximately 

??PSnt o? "participating" physicians filed more than 75 percent of all 
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Medicaid claims. There is evidence the situation may be getting worse. A 
Michigan survey found that the percentage of physicians accepting new 
Medicaid patients had dropped from 83,5 percent *o 683 percent (//). 

Some States have been slow to implement the HPSDT program becaxise 
of the costs involved, even though the preventive effects of the program 
offer important long-term health benefits and the possibility of lower costs 
over the long run. With EPSDT, as with Medicaid in general, budget 
considerations all too often tend to outweigh considerations of beneficiary 
needs. Although the Federal Government is responsible for enforcement 
of program standards, the penal^ for State failure to meet standards is the 
withholding of Federal funds — a, penalty that ptmishes the families the 
Federal Government is seeking to aid. 

In volume II of this report. Medicaid, including the EPSDT program, is 
discussed in greater detail and a number of more specific recommenda- 
tions are made for its improvement In this chapter, the Panel would 
simply note that even though Medicaid is and will remain an imperfect 
instrument at best for addressing the health care needs of p>oor children 
and pregnant women, many current problems with the program could be 
ameliorated without changing its basic structure as a Federal-State 
program focused on the pKX>r. The most important improvements are 
incorporated in several versions of the Child Health Assurance Program 
(CHAP) amendments currently pending before Congress; these improve- 
ments should be promptly enacted. Specifically^ the Panel rccanunends 
immediate action an the following changes in the Medicaid program: 

m Establishment by Federal legislation of a uniform national income 

and resources . standard, and the extension of eligibility to all 

children and pregnant women who me<^t that fesf, regardless of 

family status or other conditions, 
m Coverage of a uniform national package of services, as outlined in 

the recommendations contained in volume II ( 

• Inclusion of all qualified providers, using the reimbursement 
mechanisms and rate structures that will ensure availability of 
comprehensive high-quality care for all eligible children and 
pregnant women. 

• Federal ^rzcentives to the States to provide expanded access to 
services and appropriate continuity of care. 



NATIONAL HEALTH FINANCING PROGRAMS 

We have discussed the ways in which third-party payment policies and 
practices should be changed to promote the availability, accessibility, and 
appropriate utilization of needed services for children and pregnant 
women, and how Medicaid and private insurance should be immediately 
improved to remove financial barriers to needed care for more families, 
and to protect people from the economic burdens imp>osed by high 
medical bills. 

Howeven even if the improvements we recommend are made, some 
people will remain uncovered by any form of health insurance, public or 
private, many health care providers will continue to be unavailable to the 
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DOor and some middle class parents will continue to be forced to choose 
bctw'een health services for their children and the purchase of other 

""^iSrel^ no way to fit existing financing programs togeAer so that m^y 
of those most in need of protection wiU not faU through the cracks, so that 
a separate and unequal system of health care for the poor wlU not be 
perpetuated, and so that all needed health ser^ces will be available ^d 
affordable to all children and pregnant women, m the absence ot a 
national health financing program. ^ ^ ^ . -» ^ j 

It is the Panel's conviction that the hcsdth care n^eds of children and 
pregnant v^omen v^U be best served over the long run by a national health 
fleeing program that ensures universal entitlement to aU. Regardless of 
hoyv responsibility for funding and administering such a prograrn is 
allocatedbetween the public and private sectors, all Americans should be 
included without differentiation on the basis of employment status, 
economic resources, family structure, or residence. 

Under a universal entitlement program, children and aU womeii share 
in the general eligibiUty of the population. There is no need to wresUe with 
compllx and frustrating questions of at what age or situation c^dren or 
women have a more or less compelling need for services the Panel has 
identified as essential. There is no point at which benefit are cut off, no 
arbitrary dividing line between those who are ehgible for benefits and 
those who are noU and no barriers to the use of services as a r^} <f 
cumbersome, time-consuming and often demeamng ehgibdity determina- 
tion procedures, or as a result of fees imposed at the time of service. 

The Panel realizes there is a wide diversity of opmion m the Nation 
about the speed with which a comprehensive national hc^th insurance 
program canbe enacted and implemented- The Panel considered differing 
^e^s on the best way to begin such a program if a phased approach is 
adopted, and a majority concluded that if a universal national health plan 
cannot be put in place relatively soon, the Panel urges enactment of 
national health insurance for pregnant women and for children to age IS. 
If it proves necessary to phase in eUgibility even for this P^P"^^f ^^'^^ 
Panel recommends starting with a program covermg all pregnant women 
and all children through age 5,* , - j ^wi- tt,* 

We consider this last option the barest tmnimum and irreducible The 
consequences of inadequate prenatal care c^be so f^.^,^^' ^^^^ ^ 
andWother, that any financing program to benefit ch^d ^^^^^^^^ 
with adequate care for pregnant women, mcludmg comprehensive 
prenatal clre, beginning early in pregnancy. Similarly coverage of health 
SStosts in infa^oTw early childhood is essential. Prompt mteryention 
in problems that emerge in the early years after birth, and preventive c^e 
during that period, are likely to be more effective than interventions 
commencing during school years. Although it is undesn-able a^d detri- 
mental to set up arbitrary age categories for eUgibihty P^^^es ?ie Panel 
would urge top priority to coverage of infants and preschool children if an 
age cutoff is imposed. The critical importance of both prenatal care and 
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comprehensive care for children through age 5 is discussed fully in chapter 

The Panel is well aware that many individuals concerned about 
improving the health of children and pregnant women would question the 
wisdom of advocating universal, comprehensive national health insurance 
in an era of tightly constrained jflscal resources, urging instead that better 
programs be crafted for those in greatest need* We recognize the 
legitimacy of the view that in the absence of a program covering all 
Americans^ the gradual extension of coverage should continue to be based 
on need, and that therefore the next logical step after enactment of the 
improvements in Medicaid that the Panel has proposed should be 
coverage of all poor and near-poor adults. The health status and 
utilization of care of such people is adversely affected by financial 
barriers; many of them are parents, or women who may become pregnant, 
and their health is therefore of special significance for a group whose 
mandate is the improvement of child health. 

After serious consideration, however, we have concluded that a 
program of imiversal entitlement is decisively preferable to one directed 
solely at the poor, because when ehgibili^ is tied to f>overty status, the 
results are so detrimental in terms of quality, continuity and appropriate 
use of care, incentives to economic independence, public support and 
administrative efficiency, that the price of targeting resources, in this 
instance, is too high. 

No matter how they are structured, means tests inevitably create 
barriers that prevent or discourage many who need health service*^ f~^in 
obtaining them. Eligibility tied to poverty status can be lost as soon as the 
program participant succeeds in gaining a little ground economically — 
even if the gains are tenuous, temporary or both. Such on-again, ofF-again 
eligibility, which is characteristic of the current Medicaid program, not 
only interferes seriously with the continuity of health care, it also serves to 
discourage work and self-improvement efforts. Furthermore, even when 
programs are well designed and administered with sensitivity, many 
people find it humiliating and demeaning to seek assistance to which they 
are entitled only because they are poor. Some, indeed, refuse to do so — 
regardless of how acute their need may be. 

The feelings of insecurity, defensiveness, and embarrassment experi- 
enced by many beneficiaries of programs targeted solely for the poor are 
not found among beneficiaries of such universal entitlement programs as 
Social Security and Medicare, where eligibility is tied to age and other 
objective and unchanging factors rather than income. It is not only the 
beneficiaries who feel differently about such universal programs, it is 
society as a whole. One need only contrast the level of public support, and 
consequently political support, that exists for Social Security and 
Medicare with that to be found for Aid to Families with Dependent 
Children (AFEK:) and Medicaid. 

Because of such public attitudes, and because of the inescapable 
problems inherent in any means test for eligibility, it will always be 
difficult, if not impossible, to enact a health care program for the poor and 
only the poor that fully meets the health care needs of the target 
|X>pulation, and to keep it funded at the necessary levels. As forr^i^r Social 
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Security Commissioner Robert BaU has written, -The best way to develop 
rpr^tnff^lS^-income people that is weU administered and respectful 
of^h^^ dignity is to include low-income people the ^e 

program that%e^es the rest of the populaUon--not smiply an mcome- 
iestld program administered by an agency that serves the general 
^p^lon^ograms designed ilely for the poor ^^^^f/^^^^ 
SStained interest and support as programs that serve us ^//J^^^^^^^^L-^JS 
Wget is tight, it is the pWams for the poor that are likely to suffer 

There are three additional problems with health care programs targeted 
for ^e poor that deserve"^ mention here. The first .^s Oie s^ble 
k^nist^e burden involved in creating and ^pply^ng ehgibxhty t^^ .o 
millions of people each year, and the considerable costs that go 
^c s^aldis the fact that programs limited to the poor lose most of die 

^;onunities that are offered by --v<=--l .^^o^t'^^'o"^ o^r^^S 
and children alone— to achieve a more rauonal aUocauon J^Vf"? 
Sd e^ctive controls over costs. The third, and most troublmg, drawback 
fs die tenden^ of such programs to create and perpetuate two separate 
and untqull classes of healdi care. Thus, although one of the goals of 
Medicaid was . - to provide the poor with the same access as the rich to 
^™m medical <Ler data frS^ national household siuveysi^^ 
that the proportion of low-income persons with a private physician as a 
S^^S^^s^u?« of health care actuaUr^ec/xflea following the enactment of 
M&rfmm 63%cent in 1963 (o 56 percent in 1970. The ^ by t^e 
poor of public sector sources of care increased durmg that time (7^ 
^thou^ taking no position on the issue of how a nauonal he^th 
insmS^cT^ro^al shoSd be financed, the Panel is aware that if a 
pro^"^ invS^a mix of public and private financing is adopted, some 
wTf ^dete^ning the source of contribuuons for beneficiaries woiild 
h^'eto b^ dSS^I? We beUeve this could be done in a manner that avoids 
the maior problems of means tests discussed above. ^ j _ 

For iuS.^ reasons, we therefore ehcouxage creation of ^ ^^vo^^ 

coalition to press for enactment of a universal ""^^^.f"^ J?^'*^^- 
insurance oroeram Those whose primary concern is the health care ot 
SSS^rald^lS whose principal focus'^is on national heal* "«<«^<^ 
for SHhTiUd find aniple grounds for cooperation m ^'^PP^^.^.V^^^ 
proeini. The former shoiSd welcome an approach to chold that 
^uSes gaps in coverage and discontinuities m f'S^^'^^'T^:^^ 
latter shouW take heart from a major extension of the umvereal social 
approach to health care beyond its present beachhead. 

"^^^cr a national health insurance plan ^PP^^J°^.^^jZ 
«r,iv ro children and oreenant women, all services denned by the fanei as 
°nZi J- s^^d^^<^thTlongrun be covered m full, ^d^aut cost sbartng 
^^TUtient or family. All &sic essential ser^ces (prenatal, dehveiy and 
%^^^e° comprehensive care for children tbrougb age 5 ^^/f^ 

services) rSust be so covered from tbe mcepuon °f ffJ'P^^" 
orosra^ should also cover, from its inception, such other 

i can be provided vntb reasonable assurance of quahty. 
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cflccti\rcmcsss^ aurf economy under existing or jJearJy definable drcum-- 
stances^^ 

As we have said before, the three clusters of services we have defined as 
basic and essential are so crucial to the health of children and pr^nant 
women that all barriers, financial and otherwise, must be removed to 
ensure they are widely available and accessible. Those services that are 
difficult to define precisely, or that raise other special problems, would be 
referred to die proposed Board on Health Services Standards for guidance 
regarding the circumstances in which they should be covered. 

The Panel recognizes there will be controversy about our goal that over 
time an needed services be covered without cost sharing by the patient or 
&m2ly. It is unquestionably true that cost-sharing devices such as 
deductibles or copayments hold down the costs incurred by third-party 
p^ers, whether public or private. They do so in part by deterring 
utilization^ and in p>art by shifting those costs onto the patient and his or 
her family. Unfortunately, there is no way to ensure that only "unneces- 
sary^ utilization of health services wiD be deterred by a requirement that 
the patient foot part of the bill. Many a stomach ache will pass of its own 
accord without the expensive assessment of a physician, but a small 
percentage will turn out to be acute appendicitis or some other condition 
requiring immediate medical intervention. The mother who decides 
against a trip to the doctor for a child with a stomach ache because she 
will have to pay some part of the bill is ill-served by a health plan that 
requires patient cost sharing. The deterrent effect is even stronger in the 
case of preventive care, where no immediate need for services may be 
perceived .i>y the patient or parent. Yet it is precisely these services of 
disease prevention and health promotion that ar^ essential to the health of 
mothers and children, as we have repeatedly stressed. 

Although studies indicate the poor are most likely to be deterred from 
seeking care by cost-sharing requirements, they are not alone. Indeed, 
there are ways — albeit cumbersome and expensive to administer — -to 
waive such requirements for individuals or families meeting various rrie^ris 
tests. People of all income levels are usually reluctant to spend money 
**unnecc$sarily,^ and may not recognize the full value of some types of 
care or the medical need for others. Adolescents, for example, have only 
limited access to money they can spend as they wish and are especially 
likely to be discouraged from seeking health care — including important 
services like family planning, venereal disease examination, and crisis 
coimseling — if they must pay some or all of the cost. Deductibles and 
copayment requirements generally complicate and add to the cost of 
insurance ad m inistration, eating up ftmds that could otherwise be applied 
directly to payments for services. Such requirements make it difficiilt for 
patients and providers to know when benefits are due or how much they 
will be. If they are to be adjusted or waived for the poor, means tests are 
necessary — and we have already described our objections to such tests. 

There arc, of course, individuals who make excessive visits for medical 
care. However, studies in Canada and of prepaid plans in this ix>untry 



^One Piuief member dissents from this recommendatioti (see -appendix O). 
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indicate there is no increase in numbers of "overutilizers** when medical 
care becomes --free" (/7. I8y. In fact, most cosUy forms of overutilization 
are the product not of consimicr behavior but of provider decisions-- 
excessive prescription-writing, unnecessary surgery, inappropriate hospi- 
talization and excessive use of laboratory, radiologic, and other diagnostic 
procedures. In the words of E>rs. Jonathan B. Kotch and C. Arden MiUer 
of the University of North Carolina, ''Cost-sharing places an economic 
burden on consumers for a problem which is generated by providers and 
which might better be dealt with by means of standard setting and quahty 

contror (/P). ' . • u 

A number of the national health plans put forward in recent years have 
been classified as "catastrophic" or --major medical" health insuran^. 
These would cover health care expenses only after the paUent or family 
has satisfied a large deductible- The deductible may be expressed in a 
variety of ways— total dollars, percentage of income, number of umts of 
ser^rices used or combinations of all of them. Most such proposals contam 
means test provisions and special coverage for the poor. 

Although any national health financing program must mclude coverage 
of catastrophic, or major medical, expenses, the Panel opposes a progi^ 
Umited to such coverage because it would do nothing to enhance the 
availabihty and use of the health services most needed by children and 
pregnant women. Indeed, as economist Alain Enthoven has written on the 
subject of such a "major risk" approach: 

The effect would be to pull medical resources out of ordinary 
"primary" care and into the care of "catastrophic" cases, to an 
extent even greater than occurs today- This would mean less 
emphasis on activities that can help prevent disease and add 
significantly to the quality of life, and more emphasis on care that 
oSrs smaU or negligible net benefits at very great cost. It would 
mean a reaUocation of health care resources toward categories of 
care that are probably accounting for too high a share of health care 
expenditures now. It wouldn't solve the problem of the irrational 
incentives. It would merely focus them on the most costly cases and 

forms of care (20). 
For all of these reasons, we reiterate our support for a nauonal healtn 
financing program that provides universal entitlement and coverage 
without cost-sharing requiremenls. 



EMPROVING GRANT PROGRAMS 

Grant programs are today, and wilT continue to be, an important 
mechanism in a national strategy to assure that needed health services wdl 
be available to all mothers and children. 

Althou^ the Panel looks forward to the day when virtually all personal 
health services for children and preguant women will be financed through 
a national health insurance program, grant programs wiU contmue to play 
a major role until that time, and with some modifications, wiU be an 
essential accompaniment to national health insurance after its enactment. 
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Now mnd in tbc ^xtnre; to help assure tbc aMBUability and accessibility 
oT imSvkinal bfaJtb services, the Pax^ supports the use of expanded grant 
programs to: 

^ SnhsHfh pe the dcrv^opment of resources in geographic areas where 

the penonn^ facili t i e s or deliveiy mrrhanisms to provide needed 

services axe unavailable, and to finance demonstrations of new 

and betm- ways to deliver needed services. 
4» Fay for needed services that are deaiiy more ap pr opriately 

financed through grant ftfograms than through third-party pay- 
_ mcnt s, and for those ix^ere more information is still needed 

rrgardtiig the most efifective methods of payment. 
• Pay for comp r eh ensive services for persons such as handicapped 

children who have distinctive service needs best met through 

!sprrial systems or programs. 
» Pay for needed services for those persons i^g^Ving other sources of 

payment, such as migrant workers^ illegal immigrants and poor 

individnals not eligible for Medicaid. 
Many Americans five in areas ^idiere needed services are not now 
available and are not lik^y to become so under prevailing third-party 
financing ^ arrangements, or even with improved third-party payment 
programs. Inner city neig|iborhoods and isolated rural communities are 
the prime examples. Although many innovative health care delivery and 
manpower programs were developed in the^ 1960's and 1970*$ to ixiake 
health services available in such communities, the supply as yet does not 
match the need. Considerable additional grant funding will be needed to 
lea^ underserved populations ^through new or enlarged commimity 
health centers* ^ukhen and ycmdi prcgccts, ho^tal-based primary care 
units, comprehensiv e public health d^>arUnent progr ams* and qmiiar 
projects. The Panel would urge ibat additiona^ funding be provided to 
organized health care delivery settings that meet the primary care unit 
actxibutes described in ch^ter 6* Grant funds should also finance 
demonstrations of new and better ways of organizing and delivering 
heal d i services to children and pregnant women. First priority in the 
award of b gjh resource devel opm e n t and demonstration grants should go 
to areas wiml|||ie greatest need. 

The services rendered in delivery settings established with grant funds 
should be financed increasingly over time with third-party payments. The 
e flb r ts undertaken jointly in recent years by the H^dth Care Financing 
Administration and the Pubhc Healdi Service to enable facilities that are 
financed in part by grants to^af^ly for and obtain reimbiu^ement from 
Medicaid and other third-party pay ers should continue and be intensified 
smd expanded. « 

In the absence of a national health financing program covering all 
ddkiren and pr^nant women, grant funding is also needed for financing 
certain of the services the Panel has identified as ^needed, including and 
^^rgfp"*^g with the minimum basic services (prenatal, delivery, and 
>ostnatal care; comprehensive care through age 5, family planning 
services) for those in^viduals with no other source of payment, public or 
nivale. Grants for this purpose can go to various service providers, 
Ei^pplementing existing programs and sources of fun^s. 
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The Panel also recommends the use^ of grant fundmg for jerl^ 
scmces such as preventive dental care, which can be rendered most 
™Si<illv and with the greatest chance of reaching everyone m the 
S^gct^HatSn when payrfent flows directly from a granung agency to 

%S:itav^c SSed by the Panel as esynu^, but^n^t 
likely to be effectively rendered under <^^<^^^^^ ^^^^^"^^ ^S^'Z 
ing and support to help a pregnant woman ^^OP ji""^°S °^ 
would be aTexample. While the proposed Board of Health Service 
Sndar^ S a sTmiL mechanism, is'^se^king to define preasety how such 
SScSVhoJld be delivered and by whom, they are best funded by lump- 
^S^^providers who make systematic provision for onsite review 

of aualiiv and cfTcctivcness. . ^^^i^i 

F^ly. there are services that assist individuak or groups v"Ui sp^. 
access problems to make timely and appropnate use of healthy c^e 
L^Ses These access-related services, such as transportation, outreach 
wX« traSfators. etc., are often most effectively funded through grants. 
T-?e n^ f?r grant programs to finance comprehensive services for 
p^,LS^uSi i JanSicaVd children, who have distincuve servi«s 
S tiiat are best met .h5^ugh special systems or pro^, and fo 
J^Snswith special access problems, such as migrant workers and illegal 
immigrants, is discussed in chapter 8. . 

POSSIBLE NEW REVENUE SOURCES 

Because it may be difficult to coum.on '^^'"^'^^^"^ 
^nomoriations for health and social service programs at either the F^eral 
SKe TieTin the near future, the Panel has ^^^^^f ^ ^^}!?' °^ 
dterit e i^e^ns of raising funds for health services n-df ^^^^J^- 
and pregnant women. One we consider interesung ^° ^"i^^X" 

EF crp:Lir^dt-4 ^ - k 

F^eralTo^^s to contribute a fixed amount of their mcome to be 
utilized by the States for the following purposes: 

• To fund public health, preventive or other services not readily 

• Tj"fund resource development activities, including planning, start- 
up and initial operating grants for primary cale services m 
underserved areas, and services not otherwise available. 

. To suTsXe third-party health insurance costs for tho^ children 
and pregnant women who could not otherwise afford such 

This pTo"iS2i' represents a way to raise funds for pubUc purposes 
thr^di^a mShod^ther than direct taxation, and a way to have 
oJrchSe^ of insurance compensate for some of the weaknesses of 
fn^ura^ -Sui pSchasers of dental insurance would help subsidize 
fluoSon actiUSes-which camiot be paid for through insurance, yet 
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are vital to good dental health — and reduce payments for dental benefits, 
So^ an arrai^ement would also have the effect of limiting some of the 
proUems caused by cxpci iciice rating. 

There are» of course, s^nificant problems with this prc^XDsaL including 
tiie rdationsfa^>s such an approach inq>lies between pxrivate and public 
sectors. In addition, raising funds in this way may be considerably less 
progre ssi ve in its taxing effects than a direct tax would be. Nonetheless, 
the Panel suggests this idea be studied further^ along with any other 
imKyvative revenue-raising proposals that may be advanced with a jrimii^r 
potential for providing urgently needed new funds for improving maternal 
and child health* 
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SECnON IV 

OVERNMENTAL r . 
RELATIONSHIPS 

CHAPTER 1« 

STRUCTURING -THE SYSTEM 



Prec e d ing sections of this report outline a number of steps that should 
be taken to advance the health of children and pregnant women. These 
rr c om nie ndations spxa issues q€ health protectioa and promotion^ define 
services that should be available to these populations, and discuss 
problems in the organization of health services. Wc call, for example, for 
the assurance of universal access to a set of basic, essentieEd services; for 
the extension and improvement of n^ionalized progra ms of perinatal 
care, tertiary care centers for spe cifi c chronic illnesses and handicapping 
conditicns, and emcigeilcy care networks; for the development of 
communi^*based programs identifying and meeting the health care needs 
of children with physical, mental and emotional impairments and chronic 
illnesses; and for the dev^<^ment of a broad range of efforts in preventive 
care and health promotion. 

It is our conviction that many of these objectives can be reached 
without the creation of major new public p r o grams. What is needed, 
instead, is a concerted effort to coordinate existing programs, clarify 
responsibilities of those making p>olicy and administering programs, and 
achieve a broader consensus on the importance of maternal and child 
health generally and of certain needed steps ^>ecifica]ly. Achieving better 
coordination and program management will not be easy in a mixed 
private and public health care system such as ours, where policy control is 
diffused across many different providers, professional groups and levels of 
government, niie pluralism of provider arrangements we specifically 
advocate in chapter 6 complicates greatly ^e task of bringing more 
coherence to the delivery of health care services; and intersecting 
responsibilities of locals State, and Federal Government make policy 
formation and program administration complex. However, in spite of such 
constraints, the Panel believes that the joint effectiveness of existing 
programs and activities that. bear on maternal and Id health can be 
greatly increased. 

We have b een deeply impressed throughout our hearings, site visits, and 
analyses with the widespread concern regarding problems of program 
fragmentation and splintering; of insufficient clarity in the division of 
re^x>nsibili^ among local. State, and Federal authorities; and of 
Inadequate local service coordination. These problems are creating both 
confusion and gaps in the delivery of services to mothers and children, 
particularly the most vulnerable among them. In - the face of such^ 
problems, this chapter takes up the complex issue of how privat^''^ 
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providexs. 'pfx>fcssK^uaViBa2u^ and pubUc officials at all levels of 

leovenuneat should woA together in mal: ng needed changes. 

Because the evolution of Federal programs for mothers and chJdrcn 
has been a very significant— though often inadvertent— factor m creatmg 
compl^ldties of .program ^lanagement and policy formation at the State 
levST it is useful to review briefly the major changes in Federal maternal 
and child health policy which h^ve taken place over the past 75 yeare, and 
to see how these have both assisted and caused difficulties for the States. 
The foUowing section summarizes pertinent developments. 



AN fflSTORICAL PERSPECTIVE 

Federal programs for mothers and children usuaUy have developed by 
small incremental steps. However, there have been at four.^es 
when the Federal maternal and child health programs of the day>«sre 
determined to be inadequate, precipitating a major restructuring «>Jf^« 
system. These periods of major ferment led to the creaUon of V** 
Oiildren^s Bureau in 1912, the enactment of the Sheppard Towner Act 
1921, dje passage of Title V of the SoCdal Security Act in 1935, and the 
passage of various targeted health service programs in the 1960*5. 

Thc Children's Bureau was created in 1912 because a small group of 
wise and forcsighted people were concerned that the Nation's mothers and 
children weie not receiving needed health services. After it was «stab- 
lisbed, one of its first tasks was to identify the major health needs of 
special groups of mothers and children: children in famibcs reccivmg 
J^Uic Sd, children deprived of parental care, mothers m mdustry, 
children in day care, children m juvenile courts, children in instituuoi^ 
caie, and iDegitimate children. Not only did the Children's Bureau study 
the health proWems of these groups, it was also instrtmiental in promotmg 
legislation to correct the identified problems. It prompted enactment of 
Stetelaws to improve the care of the institutionalized dependent child, 
^ State laws tofcreatc juvenile justice legislation, and State laws concerning 
ill^timacy. It is interesting to note that with few cxcepuons, the 
CfcSdren's Bureau did not create Federal programs but encouraged toe 
States to pass legislation creatng their own programs, mdicatmg the 
dominance of State government over Federal Government m human 

service programs at that time. 

Before the creation of the Children's Bureau, the Federal C5ovcmmoat 
accepted no reroonsibiHty for the health of mothers and childre^ The 
creation of the Children's Bureau changed that, but the responsibihties 
eiven to the Bureau were actually quite modest. The Bureau's^pnmary 
duty was *^ investigate and report" aboiir the health of mothers and 
chiWm. From that simple mandate, thc/l^ation's complex pi^hc pohcy 
coiM:eimng Federal and State responsibihties for mothers and children has 

Although the creation of the Children's Bureau was an important step 
forward, it was really no more than an office in the Federal Govemmc^ 
that served an advocacy role for toothers and children. Its limited staff 
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was mvolvedl primarily in collecting information about the health status of 
mothers and children^ and relied heavily on an advisory conunittee for^its 
policy determination and lobbying activities. 

The next turning point in maternal and child health legislation was the 
passage of the Sheppard Towner Act. The Children's Bureau helped 
^>onsor this legislation, which reflected concern about the high infant 
m<Htality rates that existed among poor infants in cities. The Sheppard 
, Towner Act was an important milestone in the evolutionary development 
of public policy concerning Federal and State responsibility for the 
|»ovision of health services foa mouiers and children, because it 
established that the Federal Government could encourage States, through 
. grant*in-aid pregrams, to pre vide direct^health services. 

The next cycle in the development of Federal legislation for inothers 
~ and children started with the passage of the Social Security Act and Title 
V of that Act. The Children's Bureau^ which developed Title V, was 
concerned that many mothers lacked access to prenatal services and that 
many children had no access to well-baby and well-child care. What 
resulted was the creation of the State Maternal' and Child H^^th 
programs. Concern for the unmet needs of children with chronic diseases 
and disorders also led to creation of the State Crippled Children's Services 
prc^grams* Again« a gap between the health services available and the 
health services perceived to be needed was a major factor in overhauling 
the Federal effort. 

The responsibility of both Federal and State Government in the 
provi^on^f health services for mothers and children was vastly expanded 
with the enactment of T:ile V. The new legislation established a strong 
Federal-State ^rstcm concerned with the health of mothers and children, a 
system in which the Federal Oovemment was to have a major responsibil- 
ity. In part^ this was to be achieved through the grant-in-aid policy that 
had been established by the Sheppard Towner Act. In part, it was to be 
achieved through extensive Federal regulations spectfymg what services 
the State programs were to provide, and how State programs were to 
prQvide them. State programs were required to comply with these 
regulations to be eligible for the grant-in-aid. The regulations put teeth in 
the grant-in-aid process and established the Title V agency as a strong 
Federal presence responsible tor mothers and children, which still 
continues today. 

The policies established by the original Title V legislation remained 
essenti^y unchanged until the amendments of 1963 and following, 
creating the Maternity and Infani Care (MIC) and Children and Youth 
(C&Y) projects. This le^lation allowed the Federal agency to circumvent 
State government and negotiate directly with other responsible bodies to 
create community health units, a departure from previous policy that the 
Federal Government would work only through State agencies. The change 
was made 'because in the judgment of the Congress, the activities of many 
States v^ere not adequate to meet pressing maternal and child health needs 
and opportunities- The precedent was thus established that the Federal 
Government as well as State governments should assume responsibility for 
working with. local communities and public and private agencies to meet 
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maternal and child health needs. This policy of course was not limited to 
Title V health programs; it was common to many of the Great Society 
programs. 

CKiring the I960's, a number of categorical programs were also created 
to provide services for specific diseases or health problems that had been 
identified by the revolution in medical knowledge. The American health 
care system had become more oriented toward the treatment of acute 
diseases, and various organizations and groups who were interested in 
particiilar diseases and disorders lobbied to create free-standing Federal 
programs to provide relevant services. These included programs for renal 
dialysis, hemophilia, various forms of chronic pulmonary disease, and 
genetic diseases. Again, recognized health needs caused major changes in 
public health programs. 

Creation of the various categorical health programs for mothers, 
children; and poor families during the 1960's resulted ^n a number of 
vertically organized programs. Some were developed to function withm 
the traditional Tide V Federal-State organization, but more were designed 
to function as semi-independent units with varying degrees of organiza- 
tional attachment to the State progi-ams, and a number were designed to 
function as free-standing programs unrelated to the Title V Federal and 
State organization. 

Since the 1960's, the problem of diffusion of policy and program control 
has been heightened by a number of factors. Major additional Federal 
policy initiatives — including the child nutrition programs, the Education 
for All Handicapped Children Act, the Title XX legislation, the expansion 
of Head Start, and others— have t»ken place outside the health sector, 
even though these programs are clearly health-related. State health 
departments and others responsible for the coherence of State maternal 
and child health efforts have found it difTicult to coordinate these new 
programs with existing ones. Likewise, as demands on State governments 
have grown over the past 20 years, many States have reorganized their 
human services agencies into umbrella organizations, subordinating their 
departments of health and placing maternal and child health and child 
care programs lower than ever before -n the State government structure 

Finally, the very real fiscal crisis of many States and localities in the 
1970's has made it difficult for States simply to maintain the scope and 
quality of many existing services. As inflation and reduced program 
budgets have taken their toll, bureaucratic problems have often become 
worse rather than new efficiencies being realized. Each State agency or 
program unit has found itself competing with others for limited public 
service doUars, with increasing pressure from its own constituencies and 
often with another set of pressures resiilting from accountability icquire- 
ments of various Federal programs. 

J&ASIC ASSUMPTIONS 

The Pane' believes the current disarray of programs and policies is 
sufTicient to merit another major step in the Nation's poUcy toward 
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chUdren and mothers, this time to integrate program policy as well as 
oversight and management. The balance of this chapter offers some 
suggestions in that direction. In so doing, the Panel wishes to make 
explicit some of the assumptions we have come to share in the course of 
our deUberations, al) of them relevant to our views about an adequate 
national policy; most have already been touched on elsewhere in the 
report. We do so in recognition of the fact that in any discussion of health 
care policy, individuals harbor many different frames of reference and 
value assuinptions. This is especially true in a country like the United 
States, where patterns of care diverge so widely for different population 
and income groups, and where the appropriate scope of private and pubhc 
responsibility is constantly being renegotiated. 

(1) At all levels of policy determination and governance, we believe 
that health policy toward children and pregnant women should 
be construed broadly to encompass a wide range of health and 
health-related services, both private and pubhc, including pri- 
mary health care, nutritional interventions, family planning, 
mental health care, specialized services for chronically ill and 
handicapped children and others at special risk, local and 
regionalized hospital care, school-based health services and 
relevant support services. Because the private sector plays such a 
major role in delivering services, establishing standards of care, 
and training professionals, it is not enough to equate maternal 
and child health policy with public policy alone or with pubhcly 
provided services, or even with publicly financed services. In 
addition, we have argued throughout the report that health care 
spans a good deal more than traditional medical services, and 
that health-related educational and supi>ort services must be part 
of a comprehensive, national health promotion policy for 
children and mothers. 

One good illustration of how major policy initiatives are likely 
to require close partnership between the private arid public 
sectors, and to include a ^yide range of services, is fourid in 
i-ecent efforts to improve pregnancy outcomes. As a distin- 
guished physician testified to the Panel: 

[Federal authorities were] able tc delineate Federal project 
grant funds for Neonatal Intensive Care units (NICU). Later 
it was mandated the NICU's be supported by maternal and 
child health funds in every Stale. However; it was the private 
sector which spent considerable time, effort and money to 
develop the milestone document "Toward Improving the 
Outcome of Pregnancy"; and it was the enthusiastic, unflag- 
ging and vigorous efforts by the young neonatalogists in this 
country who led their communities, hospitals, health depart- 
ments. State legislatures, etc. to put into place a regionalized 
system, including transport, for the care of newborns requir- 
ing secondary and tertiary care. And they, and to a gratifidng- 
ly increasing extent, their colleagues in Obstetrics are still 
exerting leadership to expand and improve regionalized 
perinatal care. I am convinced that if the private sector iiad 
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not done so» this country would not be close to the level of 
care now being afforded the high-risk newborn (2), 
Collaboration between private and public providers also has 
been characteristic of many other major poUcy developments, 
including implementation of the EPSDT program, the develop- 
ment of schooUbased services for adolescents, and community 
education in accident prevention. 

(2) Although many of those most in need are likely to be poor and 
poorly educated^ a national policy must address the needs of aii 
children and pregnant women* In assessing needs or in planning, 
for example, it is not sufficient to address only the problems of 
low-income families or groups eligible for means-tested pro- 
grams. To do so not only overlooks the very real health needs of 
certain other population groups with special needs (e.g., adoles- 
cents), it also tends to obscure the fact that many children and 
women move in and out of poverty status each year (5), 

(3) The development of lists of needed services, as found in chapter 
5, and the description of desired attributes of every primary care 
unit, as found in chapter 6, make it easier to delineate desirable 
goals and organizational structures of pri mary care But the 
Panel also believes that pluralism of ^prowdfer arrangements is 
desirable, permitting great«u£w«iom' for consumers and health 
care profession^ls-^ahfeT-^Tliis diversity inevitably makes p>olicy 
formation m<^ complex. 

(4) We believe mamo^nly at the levels of government closest to 
children and families — the Nation's towns, cities, and counties — 
can hea]Uh.--care^ needs be assessed in detail, and services 
organized to meet these^ needs. Although many decisions 
regarding program priorities, policies and budgets necessarily are 
made at more distant levels of government, these levels should 
sec it as their role to facilitate and enhance the efforts of local 
providers and local government. Because the strength of service 
systems in the United States lies in their pluralism and their 
appropriateness to diverse local realities, it is essential that 
flexibility be preserved in the various instruments of State and 
Federal assistance. Conversely, over the coming decade more 
should be expected of local elected officials arid providers in 
assessing the needs of resident children and families and taking 
the initiative to further develop and coordinate existing services 
so that all persons are adequately served. 

Community participation in the design of local service 
structures also leads io grass-roots support of health services. 
Communities with no sense of involvement in local health 
programs are not likely to be committed to maintaining and 
strengthening them, whereas those with strong conamitment 
often can overcome considerable financial, organizational, and 
political barriers to ensure that basic services are available to all. 

(5) Stronger orientation to health promotion and preventive care for 
children and pregnant wonaen impUes a fundamental shift from 
passive to active modes of service* Health professionals and 
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institutions must be attuned to reaching out to engage individu- 
als before health problems become serious. Providers oAen 
operate on the principle that it is enough to treat conscientiously 
those who come through the door. ResponsiUe local authorities 
must compensate for this posture and overcome it where possible 
by^ anticipating the needs of defined population groups, and 
working to mobilize private and public health care providers as a 
group to meet preventive care needs. Outreach activities are 
essential to this more active approach. Emphasis on prevention 
also calls for closer collaboration among environmental protec- 
tion^ public health and p>ersonal health care professionals, with 
division of responsibUty among them clearly defined. The 
economies that result from unified efforts in screening, accident 
prevention, and other essential activities are certainly in the 
interest of local authorities to encourage, but may require 
reordering of politic^d, bureaucratic and professional **turf" over 
a period of years. 

Similaiiy, attention to psychosocial and behavioral problems 
of children and their families requires coordinating the efforts of 
private and public health care providers, school and social 
service personnel, and mental health professionals. 

(6) We have argued that family involvement is essential in children's 
health care, and that such care cannot be delivered effectively 
without acknowledging the centrality of parents and other 
significant persons in the child*s community. In many forms of 
health care and especially for chronically ill or handicapped 
children, the nature of the child*s social environment becomes a 
major determinant of success or failure. One major challenge 
facing local service systems is to design case management so as 
to simplify service use for the child and parent, and to b^uild on 
strengths and sources of support for the child in the communi^. 

In addition, a number of the Panel's recommendations aimed 
at assuring that all infants, children, adolescents, and pregnant 
women get the health services they need, must be implemented 
with particularly great care to enhance and not undermine 
family integrity, privacy, and confidentiality. Our 
recommendations to expand home visiting lo families with 
pregnant women and newborns, and to monitor more closely the 
availability and utilization of certain health services, raise 
especially important issues in this area. We believe the significant 
health objectives of both of these recommendations can be 
realized without compromising family integrity, privacy, and 
confidentiality, but special attention must be paid to ensure that 
progrm participation is voluntary and that health care personnel 
do not interfere inappropriately with a family^s customs, values, 
and lifestyie. 

(7) The Panel is impressed with the evidence gathered from the 
litci^ture, from testimony of interested groups, and from our site 
visit*; and consultations that public programs that are successful 
in reaching a high proportion of their target population with 
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primary care tend to have a signiFtcant component of parent or 
consumer involvement. Such involvement can take many forms, 
including true partnerships in which program control is shared 
between providers and users of services, advisory bodies, and 
arrangements where parent or consumer influence is exercised 
primarily by employment of community residents in paraprofcs- 
sional roles. Especially where there is a substantial social or 
cultural distance between the target population and those who 
are providing services, genuine and systematic involvenient of 
consumers will considerably heighten the chances of successful 
operation of the program. 
(8) Last, we caution that movement toward full attainment of 
national objectives will require forceful private and public 
leadership, as well as extensive collaboration among health care 
providers, policymakers, parents, and other citizens. Such leader- 
ship and collaboration cannot be willed into existence by the 
Panel, nor can changes in current patterns of service delivery 
and program administration simply be "engineered." No number 
of specific recommendations for new standards of care, program 
reforms, altered regulations, or new administrative structures can 
substitute for the resolve of individuals working together to bring 
about desired changes. We believe that broad support of basic 
maternal and child health objectives themselves, and willingness 
to work aggressively toward their attainment are among the most " 
important predictors of success. We also believe that progress 
toward these objectives is measurable,-^ th a variety of process 
and outcome measures available to those who would prepare a 
national report card 10 years hence. 

MAJOR OBJECTIVES OF STRUCTURING 

THE SYSTEM 

The chief goal of the restructuring ideas presented in this chapter is to 
integrate and conform policies in existing programs to better serve the 
needs of children. Each p'-ogram— whether Federal, State, or local— ought 
to contribute to the objectives set out in this report through program 
activities that work well collectively. The Panel recognizes that targeted 
funds and special programs a^e in many cases essential to meet the needs 
of particular populations. Its recommendations thus are not aimed at 
reducing or consolidating programs as a goal, but rather at directing the 
efforts of existing programs toward mutually reinforcing ends. The Panel 
believes the key challenge with regard to the range of existing programs is 
to integrate their policies, reporting, and administrative activities. The 
remainder of this chapter is devoted to reconmiendations toward this end. 

GOVERSfiVlENTAL ROLES 

In chapter 1, we briefiy reviewed various factors that contribute to the 
complexity and fragmentation of current policies, programs and local 
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'delivery arrangements. Variational are great among States and localities in 
the way these factors play themselves out and interact, making it difficult 
to comprehend in detail their impact on the quality and efficiency of c^e. 

The Panel wishes to be candid in saying that during our 18-month 
investigation, we could not hope to fully understand all of the relevant 
administrative, bureaucratic, and intergovernmental implications of these 
issues or to coinprehend the intricacies of service systems in all SO States. 
In addition, it is obvious that many of the most serious questions about 
how best to clarify and improve national policy toward the health of 
mothers and children cascade into larger questions of how best to organize 
and administer human services as a whole, how such efforts should link 
with policies for other target groups, and so forth. It is beyond the scope of 
this report — or any single report — to analyze such questions comprehen- 
sively. 

We nonetheless believe that it is possible to shed some light on many of 
the basic problems currently facing State and local providers, professional 
groups, and policymakers categorized under three broad rubrics. 

• State management structures 

• The relationship between State and Federal Governments 

• Local service coordination 

The sections that follow analyze each , of these. A fourth category — 
strengthening administrative structures at the Federal level — is disctissed 
in the next chapter. 

State Management Structures 

The Panel is aware that in many States a mandate to carry out our 
proposals is unreaUstic unless the scope of^ State policy is reconceived and 
an appropriate structural unit, budget review process, or both is initiated. 
Our wiUingness to advocate a major continuing role for the Slates is 
critically dependent on the willingness of the States to accept the new role 
in its full substance. The Panel does not wish to propose a single agency 
configuration, believing that effective leadership for maternal and child 
health might be designed quite differently in different States. But we do 
make the following recommendations, all of which would help to create a 
more effective focus for maternal and child health at the State level. 

First, every State, through the office of ' the governor^ should revie^v its 
options for consolidation of program effort related to maternal and child 
health and attempt to place authority over all relevant funding rrr; ^."i5 i:i 
an appropriate division based in the State health unit. We believe this can 
and should be done in States with umbrella agency structures. Options 
include joint budgeting, colocation, and shared administrative control as 
well as full .ategration. Present experience suggests that States where 
maternal and child health is -equated with Title V only do not have the 
critical mass of dollars or program control needed to achieve the 
objectives we have outlined. Conversely, some States such as Michigan 
and Alabama have set an important precedent by unifying policy control 
of Title V, EPSDT, FamUy Planning, and the WIC program under a single 
health department unit. States that do not actually consolidate programs 
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or at least policy control should be required to explain, as part of the Title 
V reporting system, how the Title V agency is coordinating with EPSDT, 
WIC, and Title X Family Planning. All States should further be required 
to include in their Title V reports impact statements regarding coordina- 
tion with mental health services and services for the handicapped, 
including those offered under P.L. 9^-142 in the schools. Reporting 
requirements that conform with each other, created by appropriate 
Federal authorities, should be an option for States that seek to integrate 
program management or policy. For the remainder of this chapter, the 
proposed new State administrative mechanism will be referred to as the 
maternal and child health authority- 
Second, in those Suites where Title V Crippled Children's funds are 
administered in a separate agency, a department of welfare or a university, 
this unit should be closely linked for purposes of planning^ data coUecuoir, 
and quality assurance with the maternal and child health authority. A 
strong unification of effort should be promoted around all aspects of care 
for handicapped children. The Panel hopes that the term "Crippled 
Children" will be replaced in the 1980's by a term more in keeping with 
today's wide range of programs, such as specialized health services for 
children. The unit or process responsible for making State programs for 
handicapped children work together should not only oversee expenditure 
of Title V funds but also provide focus and leadership on health-related 
policies of all State programs for physically and mentally handicapped 
children. 

And third, the Federal Department of Health and Human Services 
(DHHS> should familiarize those States demonstrating only minimal 
consolidation or coordination of programs with policies and practices that 
have simplified bureaucratic structures in other States. These efibcts 
should involve more than just health personnel — they should also be 
targeted to State legislators, health planning agencies, consumer advo- 
cates, budget directors, and the governors themselves- 

State-Federal Relations 

It is a major positive step to establish a clear unit or mechanism of 
responsibility at the State level for various programs related to health care 
for children and pregnant women. Equally important is a clear under- 
standing between the States and the Federal Government about the role 
of each in the process of policy formation and program implementation. 

The Panel recognizes the well-established tendency for one level of 
governance to insist that problems of organization must be solved at 
another. Hence. State authorities urge that Federal programs be reorgan- 
ized before the States can act, while Federal authorities stress the 
flexibility of current legislation and regulations and blame State and local 
program managers for not being more resoxu-ceful in joint efforts and in 
marshalling various resource streams. This f>attem is not conducive to 
effective program implementation. 

A first step in clarifying State-Federal relations is simply to define what • 
it is that each of these levels of governance should be expected to do in the 
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DTOcess of policy formation and implementation of pubhc programs. The 
IPanel beli«Scs ie foUowing division of rcsponsibiUty » reasonable and 
preserves a strong collaborative relationship between State and Federal 

^F^^^^yonsibUities (including both Congress and the Executive 
Bnmcbes as appropriate) should be to: . , . w i *^ 

m Ideni^ 5xe personal health services that should be available to 
all moicrs and c^Udren; determine the special health services 
that should be available to mothers and children who have 
special needs; and determine the health promotion and preven- 
tion services that should be available on a population basis. 
(2) Establish and fund programs, as needed, to £t»npcrt healtn 
services for mothers and children; conduct trad*aonal and 
innovative health promotion and prevention programs; and, 
conduct relevant research and demonstrations, traming, techm- 
cal assistance, resource development, and advocacy on a 

national basis. , ., , , , i 

(3> Establish a comptehensive maternal and child health planmng 
system that fimctions within the national health piannmg system 
(4) and wiU be used by aU relevant Federal progranw- The 
planmng system should (a) identify the health services that are 
needed by mothers and childifenTCb) describe the health services 
that arc to be provided mothers and children by pubbc 
programs, and (c) help to improve existing services and develop 
new resources as needed. 

(4) EstabUsh a common reporting system for all relevant Federal 
programs. The reporting system should (aj) require evidence that 

needed health services are provided, (b) requircf evidcrce that 
standards to ensure quaUty of services have been established and 
met, and (c) require evidence of improvement as a result of the 
services (improved health status indicators, more services provid- 
ed at an carUer age or earUer stage of pregnancy, improv^ levels 
of compliance, greater consolidation of services, reduced costs). 

(5) Provide technical assistance to the State in developing State 
health promotion and prevention programs. 

(6) Deterrnine if a State has met the performance criteria for 
providing needed services. If such is not the case. Federal 
authorities should work directiy with others in the State to assure 
that needed services are provided. 

Leadership in aU of these matters should be assigned to a new Maternal 
and Child Health Administration, as described m chapter 1 1 . 

State responsibilities should be to: , t t • w^;^ 

(1) Work cooperatively with other State-level plf^P^g bodies 
(health de^fi^ent. State Health Planning and Development 
Aaency, State Health Coordinating Council, and Amenc^ 
AEadcLy of Pediatrics and other professional ^goups) to id^tify 
the heali services needed by mothers and children of the State. 
The services must include, but need not be hmitcd to, the 
federally determined services. Based on this informauon, a plan 
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f: should be developed congruent with the overall State health 
plan. 

(2) Authorize programs and appropriate funds to achie^ major 
health objectives for children and pregnant women, both as a 
match for Fed«^ support and independently. 

(3) Support and encourage communities and regions to develop 
maternal and child health service units to provide coordinated 
patient services. 

<4> Develop and support on a regional basis those health service 
programs that for logistical or cost reasons cannot be developed 
locally. 

(5) Provide certain health promotion and prevention activities on a 
statewide basis, and encourage promotion and pr^^ention 
activities in primary care usuis at the community level. 

(6) Interpret Federal standards of care^ and also monitoring health 
service programs to be sure these standards are met. 

(7) Use federally determined health planning and reporting meth* 
ods« with appropriate adaptations to accurately report the health 
needs and health services of the State. 

(8) Carry out the additional responsibilities of siipport for research 
and demonstrations^ resource development, advocacy, and pro- 
gram coordination so as to p e rm it the dtttainment of major policy 
objectives. 

(9> Create a conduit for consumer ideas for improvement of services 
and a grievance system for those who may be denied services to 
which th^ are entitled. 
We offer such guidance mindful of the fact that the major dilemma of 
State-Federal relations at present is how to achieve appropriate State 
autonomy in the organization and control of relevant programs while at 
the same time ensuring equity of service access and quality across the 
various States and accountability for Federal program funds. With the 
exception of certain grant programs such as the Community Health 
Centers and Head Start, most Federal maternal and child health funding 
continues to allow substantial State initiative and discretionary authori^ 
to determine program scope and intent. As we have indicated in previous 
sections, we support this pattern and believe that the proper national 
policy for the coming decade is one that makes full use of the capaci^ of 
the States in maternal and child health. 

If future policies increase the discretionary authori^ of the States over 
expenditure of Federal dollars, however, two issues arise that cannot be 
dismissed lightly. First, it is clear that without sustained or significant 
increase in Federal control over program performance and targeting of 
resources, major inadequacies and inequities are likely to persist in some 
States. It is very difficult to estabhsh criteria or procedures which would 
allow some States but not others autonomy in the direction of Federal 
programs. Hence, the' Panel is reluctant to surest that State control over 
Federal categorical programs be increased^ except in selected realms such 
as planning. In particular, we specifically reaffirm the need for the F«ieral 
Government to retain the ability to make direct grants to communities to 
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meet important health needs that a State cannof-or wiU not address. TTus 
view is consistent witli the recent recommendation of the General 
Accounting Office that State maternal and child .health agencies not 
control Federal categorical programs but be given the opportumty (I) to 
review and comment on applications or plans required prior to fundmg 
award and (2) to participate, to the extent practical, in monitoring and 

evaluation activities (5). i^-t- 

The second issue is that growing demands for clear accountability tor 
the expenditure of Federal funds may conflict with the need for greater 
flexibility a* the State level. The determination of Congress and the 
Federal agencies to monitor and control program funds more closely is 
predictable in an era of fiscal restraint. Symptomatic of this trend is an 
increasing Congressional tendency to subject all programs to the annual 
appropriation process, to **sunsct'' programs at deflned intervals, and to 
s^ the right to review aU regulations promulgated by executive branch 
agencies in carrying out legislative intent- Likewise, DHHS and other 
Federal agencies have increased accountability procedures, audits to 
detect fraud and abuse, and independent program evaluations to measure 
- the fulfillment of programmatic objectives- Increase in Federal distrust 
and consequent attempts at control come at a time when the States 
themselves are having difficulty maintaining program effort because of 
inflation. Hence the States perceive that they are being given less, told to 
do more, and forced to tie up valuable time and resources in documenting 
their efforts for Federal authorities. ^. , ^, ^,^t^t-.t 

However it is also true that reportmg on Title V, Medicaid/EFSOX and 
other programs has been lax in the past decade, resulting in an 
embarrassing lack of good information on the compUance of these 
programs with Federal legislative intent. Also, insufficient evaluative data 
currently exist on the performance of various programs at the State level. 
Such information is a minimal requisite basis for future policy detcmuna- 
tion, and must be available to the Congress, th^ . eral agencies, and the 

^^Thc Panel acknowledges that it is difficul* -o increase both State 
autonomy and Federal accountabihty simultaneously- Several steps can 
be taken, however, that wiU serve both purposes. State admims^auve 
consoUdations as noted above, and parallel Federal eflbrts as described m 
the next chapter, are vciiiiabie steps. Others include: ^ , 

• FedcrsU accountMbility mctdiajiisms which stress the federal roie 
in establishing broad performance objectives and standards, and 
the State role in demonstrating progress toward attainment of 
these. The State*; should be granted wider latitude in devising 
means to attain the objectives. 

• Joint or concurrent applications and reporting forms for all 
Federal programs related to the health of children and pregnant 
women and joint or concurrent program applications where 
appropriate. Precedent for this.approach has been established by 
DHHS, within existing legislative authority, in a joint application 
process for various Federal primary care programs targeted to 
low-income families Means should be sought, and where 
necessary legislation should be modified, to initiate demonstra- 
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tions in selected States of the consolidation of related funding 
streams to meet the needs of specified target p>opulations (e,g., 
handicapped children). Such demonstrations would be initiated in 
response to State maternal >ind child health authority proposals 
axiu only authorirod under reasonable and precise agreements for 
monitoring, outcome measurement^ periodic reporting to Federal 
authorities^ and contingency plans where program goals have not 
been met* 

• A new set of coordination criteria to be met by alt new or 
continuing legislation relevant to the health of children and 
pregnant women^ requiring an introductory statement in the 
legislation itself o^ how the program or policy fits into the existing 
array of programs, how it is consistent with national goals, and 
how it does or does not conflict with other legislation; regulations 
and guidelines for each program also should show the steps taken 
to provide increased program coordination. 

• interagency agreements to identify areas of responsibility, define 
specific steps to be taken^ and assign realistic time frames for the 
realization of goals. Such agreements between HCFA and Title V, 
between Head Start and HCFA^ between Head Start and Title V, 
and between Title V and the Office of Special Education and 
Rehabilitation Services have shown promise of mutually increas- 
ing program effectiveness. 

The Joint Funding Simphfication Act of 1974 would alleviate many 
accounting* reporting^ and auditing problems* but this statute is p>crmis- 
sive rather than mandatory. As a result, practically nothing has been 
accomplished under it. Either broader legislation that focuses on the 
essential requirements of coordinating services to individuals, such as 
eligibility simplification, or a specific mandate to provide coordination for 
maternal and child services is needed. 

The Role of Title V 

Before turning to issues in local sexvice coodination, the Panel wishes to 
comment in more detail on^the Title V program that is at the heart of so 
many of the State-Federal governance issues taken up in this section. 
Although we have argued that a broad range of private and public efforts 
will be required to meet the national "objectives we propose, it is evident 
that much of the initiative for advancing public health care programs for 
mothers and children has resided historically with the Title V program. 
Title V continues to be an essential "'*core'* element in the national 
program portfolio, with great potential both as a vehicle for providing 
needed services and for increasing the coordination of all State and 
Federal projr^ams relevant to the health of children and pregnant women. 

Because the national objectives we outline do not amount to a radical 
departure from the original Title V objectives — but rather bring the 
original objectives up to date — we do not see the need to recommend any 
major new Federal legislation to unify national policy. Instead, we adopt 
an incrementalist frame of reference and recommend that Title V be 
revsised, according to the specifications detailed in volume* 11 of thisj-eport. 
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in order to provide the leadership and pivotal policy focus required to 

move ahead. _ . ti 

One of the Panel's chief recommendations is that Congress substanualiy 
increase the appropriation for Tide V and that States provide the required 
matching funds. Increased funding is essential because the revamped Title 
V proeram proposed here involves major new management functions and 
new service objectives for the program. Funds wiU bc necessary to elicit 
additional State suppoi^. strengthen Slate staff, promote better program 
coordination, and extend services to those most in need when no other 
funding sources arc available. In particular, we believe that m^rst 
increa«d investment via Title V can result in significant multiplier cfTecte, 
and long-term economies in the implementation of all public po"c»^ a^d 
programs surrounding pregnancy and the early years of life (family 
planning, EPSDT. WIC, regional perinatal care, and others) 
of physically and mentally handicapped children (Medicaid, SSI. Devel- 
opmental Disabilities, P.L. 94-142. child mental health programs, and 
others) These are two of the laigest areas of present national policy 
commitment, and two of the areas where well-coordinated policies can 
make a demonstrable difference. The success of Title V modificaUons will 
depend in significant measure on the full implementation of the previously 
stated recommendations regarding performance criteria and improved 
accountability. 



Local Service Coordination 

Improved coordination is often proposed as a quick and simple way to 
maximize and redistribute existing resources. However, the truth is that 
the word and the concept "coordination" have m the past earned very 
little substance. With at least three levels of government, as well as a 
mulutude of private community organizations, coordination is extremely 
difficult and becomes less formal and bureaucrauc as one approaches the 
community level. It is here that cooperation amorg junsdicUons and 
among professionals involved, as well as community involvement and 
pressiS-erare translated into meaningful action. Making the health system 
work for all children and pregnant women is a difficult enough task. 
When, as is essential, it must be linked with other equally complex service 
systems in the fields of social services, education, corrections, and 
rehabilitation, the difficulties are enormous. This is not to say coordina- 
tion of resources and service delivery responsive to the mdividiial needs ot 
children and mothers is impossible; \>nly that it is hard to do requires 
structures and systems covering thz ...lire array of resqutces and services, 
and must be backed by the power to assure that comprehensive plans arc 

carried out as intended. j- 

Although there are no magic formulas for improvmg coordination, 
administrative considerations in the improvement of health services have 
received jnuch attention among public officials in the past several y^, 
and certain approaches have been demonstrably successful m more than 
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cme community* Steps that have alleviated the coordination problem 
tnchide the foUovkring: 

• Colocation of services— e.g., an adolescent health clinic within a 
high scdiool 

m Single point of administration — control of public health clinic 

budget^ school health budget^ and WIC program in a single office 
m Staff consolidation — pediatric staff at a local teaching hospital 

also rotate^ through community primary care clinics 
- ♦-<;tonaxnon rules and procedures — joint eligibility ^termination for 

AFEXT an^ WIC services 
, m Single pomt of service access — a comprehensiv^e he ith center* 

wher^ initial application serves for entry into heaith, mental 

health, dentaU nutritional* and social services 
m Conmion outreach and access services — home health visitors 

• Compatible information bases — compatible forms for £PSL>T and 
school health screening 

m Various techniques of case management and advocacy — a **lead** 
agency coordinating care for all children with a particular . 
handicapp^''ig condition.(6) 

These approaches, and variations on them* otfer an extensive repertoire 
of wstys to improve tl. coordination of services at the local leveL 

Obviously* local attempts to standardize or simplify regulations and 
procedures across program lines often are constrained by Federal and 
State requirements. Sp>ecial problems in the use of Federal and State 
program funds are created by conflicting ehgiblity criteria, inconsistent 
definitions of > conr' and assets* conflicting rules regarding ^first dollar 
in*** rncompat*i>le procedures for assuring confidentiality* differing diag- 
nostic categories* and incongruent service districts. Hven communities that 
have made major strides toward better coordination have been forced at 
times to choose partial solutions pending resolution of such inconsistent 
cics at the State and Federal levels (7)* Some even have turned down 
Federal or State fimding because rules governing the use of funds seemed 
to bring more problems than the money itself would solve (5). 

Although establishing a single point of service administration has been 
among the more difficult reforms to achieve, several cities with sizable 
low-income populations — I>enver, Colorado, and Cambridge, Massachu- 
setts, for example — have managed to completely restructure and consoli- 
d« -c public primary care so that a single system of peripheral neighbor- 
hood clinics now offers excellent imified care, with the clinics fully linked 
to a muo^pal hospital {9, W). The systems evolved somewhat differently, 
reflecting a complex interaction of local political, administrative, and 
leadership factors. But they have in common a substantially int^rated 
control of all Federal, State, and local child health budgets under one 
agency or administration. Places where such systems have worked have 
benefited from timely creation of new health and hospital agencies, good 
relations between the health agency and local elected officials, public 
health department leadership, a cooperative and complementary private 
practice sector, and major involvement of hospital-based physicians and 
administrators. The availabihty of funds for comprehensive health centers 
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and other Federal programs also has been a large factor m service 
coordination (//). rbese are models which, though difFicrJt to rcpbcate 
exactly would lend themselves, to imitation by m^y other municipal 
governments. Their proven cost effectiveness should offer some incenuve 
for local poHcymakers throughout the Nation to follow suit. 

Less ambitious, though also deserving of national attention, are various 
models of cz.se management and case advocacy. Case management is 
based on the assumption tha* in many areas it is more efficient or feasible 
to help pauents establish appropriate patterns of use ^d take advantage 
of existing services than to restructure agency effort. Case advocacy h^ 
proven very successful in helping parents of some Head Start children. A 
recent GAO report documents the cost effectiveness of the Child and 
Family Resource Center Program, which offers comprehensive family- 
oriented consultation in addition ' aditional Head Start services {12) 
Case management also has worked in many commumues where a lead 
agency has been assigned responsibility for care of children with specific 
handicapping conditions. 

The need for improved systems of case management has grown with the 
advent of P L. 94-142 in the schools and other programs which mandate 
that a responsible agency determine the child's needs and then evolve and 
carry out an individualized plan for meeting them. The plan frequently 
requires the involvement of multiple service providers. Rather than rely on 
the family to locate and coordinate the necessary services, an individual m 
the responsible agency should make the contacts, explain the problems 
and the services needed, and assist the family in obtaimng the services. 
Too often, however, the plan is only a piece of paper hstmg needed 
services and the family must depend on its own resources to find and 
coordinate them. Also, children sometimes are subject to several such 
individual plans at once, with confiicts and confusion arising as a 
consequence (see chapter 8). ' 

As lone as active and well-coordinated case management accompames 
individual care plans, the Pane^ believes the plans are a very good 
instrument for serwice coordination. In general, case management is a 
relatively inexpensive service which aan maximLze the impact ur more 
expensive services. As such it should be an allowable cost of appropriate 
asencies and programs. j - • *- 

In general, the Panel believes that aggressive coordination of public 
programs, and of private and pi-blic efforts, remains essential for every 
community. Although we believe the States should monitor public 
programs to be sure that needed services are delivered aiid standards 
upheld, wc also recognize that only at the local and county level can the 
needs of children and their families actually be met Moreover local 
initiative and community action cannot be induced by Federal and State 
authorities^they must result from the work of many mterestei^ and able 
people working toward common goals. . . , . 

Parallel to our recommendations regarding Federal and ='=^P?"si- 
bilities, we therefore believe minimal community responstbr ^.Jiould t>c 



to: 



(1) Assign a lead agency or publicly appointed body to assess 
whether the existing network of private and public health care 
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arrangements is s^ifficient to meet the primary care needs of all 
children and pregnaht women; whether children with special 
needs are being identififefi and treated adequately; and^ whether 
prevention and promotion acti^-ities are widely available in the 
schools and in neighborhoods as well as in health care arrange- 
ments- 

(2) Charge this same agency or publicly appointed body wit*- 
publicizing these findings; participating in regional and State 
planning efforts according to common Fede "al-State planning 
requirements; and exercising leadership in co. -m unity actions to 
improve existing services. 

(3) Contribute local tax dollars^ both as a match for State and 
Federal monies and independently, to ac!J^ve major health 
objectives for children and pregnant women. 

(4) Take necessary step>s to increase coordination among providers 
of health and health-related services^ along the lines discussed 
above. 

For lead agencies to carry out these roles, effectively, they will need 
adequate staff resources. 

HARNESSING BROAOER POLICY MEXMANISMS 

In addition to consolidation of management and program coordination, 
six broad policy functions should be better harnessed at the local. State, 
and Federal levels in the future as mechanisms for attaining the major 
health objectives for mothers and children, and for assuring that the 
various Federal and State programs relevant to health care for mothers 
and children — including handicapped children — are implemented in a 
mutually reinforcing and efficiently targeted fashion. These functions 
include planning, quality assurance, development of information systems, 
demonstrations, technical assistance-consultation, and advocacy. 



Plannicg 

The most rational method for deciding how to deliver essential services 
is to plan. Service planning is a cycle that begins with statement of 
objectives, continues through needs assessment' and an inventory of 
resources, establishes priorities among needs, considers and chooses 
among service delivery options, and follows through after program 
implementation with evaluation to generate iiiformation for a next phase 
of policy development- 
Two major problems exist in maternal and child health planning. First. 
the complete planning cycle is rarely carried out at any level of 
gcvemment or integrated properly with budget and policy determination. 
Second, multiple programs and po* cies have generated separate planning 
requirements, usually for different purp>oses or asp>ects of decisioni.-^aking 
and frequently not focusing adequately on the needs of children and 
pregnant women. The result is considerable confusion about the entire - 
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planning process and its xisefulness for moving toward attainment of 
national objectives. , _ , , 

The Panel believes several steps can be taken at the State and Federal 
levels to help. First, State agencies administering Title V funds and 
related program dollars should contribute more significandy to the 
planning process for aU programs offering health and health-related 
services to children and pregnant women. This should be done both by 
establishing clear and simple planning requirements for the Title V 
program itself and by giving the relevant State unit an enlarged role m 
broader State health olanning efforts. 

Although the Title V statute makes the approval of a State plan for 
maternal and child health services and services for cr=.ppleJ children a 
corxdition for receiving funds, most State plans consist onl> of program 
descriptions with notes about what could be accomplished with additional . 
funding, plus a compendium of reference documents required by Federal 
regulation. The State Title V plan in most cases does' not reflect 
population-based needs assessment, plans for implementing . change, 
coordination of effort with other programs and agencies, or a prcK;ess 
which allows for significant involvement of providers or consimiers — since 
none is currently required by Federal regulation. 

The inadequacy of State planning for children and pregnant women 
also results from the equation of maternal and chUd health services with 
the Title V program, and the consequent failure to integrate the services 
delivered or funded by other agencies, or provided through the private 
sector, into a comprehensive plan. Aji adequate plan also must contain an 
analysis of State resources and strategies for coordination of effort with 
other agencies controlling relevant Federal program funds such as 
Medicaid, C9mmxanity Health Centers, and Title XX. As one mechamsm 
for strengthening State planning, the Panel recommends revision of Title 
V planning requirements to mandate a much broader ^tate planmng 
process that recurrently evaluates the health nr:eds of women and children 
in the State' (particularly those of low income or minority status and with 
special needs), describes the full range of health and health -related 
services they are receiving, and assesses selected health outcomes. The 
planning requirement should also be designed with the understanding that 
Tide V monies are to be used in combination with many other sources of 
FederaK State, and local revenue. 

Another planning problem can be traced to relatively new Federal 
legislation- "iTie National Health Planning and Envelopment Act (P.L. 
9:^-641) gave State Health Planning and Developmental Agencies 
(SHPDA's) and area Health Systems Agencies (HSA's) responsibility for 
planning designed to improve the h^ifh of persons within States and 
geographic subdivisions of States. Tnlj t.'anning mandate, mtended to 
ensure access to needed health services and to restrain the rising costs of 
care, was superimposed upon an already complex process in most States 
by which the governor, the legislature, and regional Federal authorities 
determined health care priorities. While the long-term effect of the new 
legislation may be to enhance development of maternal and cnild health 
services, its short-term consequence has been to generate confusion about 
which planning process should be taken seriously. Title V agencies have 
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not usually been involved in the new State and local health planning 
processes and have found themselves planning only for the limited Title V 
programs under their direct control, while the new planning entities have 
tended to focus on institutional care, care for the elderly, and other hSgh- 
cost sectors because of concern for cost containment. Both trends have 
resulted in most parts of "the country in low visibihty for and insufficient 
attention to comprehensive care needs of mothers and children, ciespite 
the increase in Federal and State progns for these groups an& the 
imf>ortance of rational effort on their behait'. 

The Panel beheves that effective planning in maternal and child health 
for the coming decade will depend on strengthening and better coordinat- 
ing the various mandated planning processes. SpeciMcally, we recommend 
that: 

(1) The State msitemaJ and child health authority responsible for 
public health services to children and pregnant women should 
share with the HSA."s, SHPDA% and State Health Coordinating 
Councils (SHCCsX the overall responsibility for maternal and 
child health planning. Collaboration between this authority and 
the federally mandated planning groups should produce a 
document with the foUowing characteristics: 

• It should (a) identify and order the unmet health needs of 
mothers and children; (b) identify available resources and the 
ability of these resources to meet unmet needs; (c) set si>ecific 
and measurable goals for improving services and health 
outcomes; (d) specify steps to be undertaken in attaining these 
goals; and (e) specify steps to coordinate efforts among local 
providers in attaining these goals. 

• It should assess the extent to which relevant federally 
supported programs, such as maternal and child health clinics, 
WIC providers, EPSDT providers, family planning clinics, and 
programs for handicapped children, are meeting national 
objectives in their areas, and are working jointly toward these 
objectives. 

• It should be designed so as to be used wholly or in part for 
four purposes: multiyear plaiming within the agency unit 
itself; the maternal and child health component of the State 
Health Plan; the State maternal and child health plan required 
in order to receive Title V funds; and as a basis for Health 
Planning Agency "appropriateness reviews" regarding use of 
Federal fimds. 

Although the specifics of the planning process undoubtedly will 
vary from State to State, each State as a minimum will need to 
assemble data on a small area basis — such as health systems* 
areas or counties — about the health status of mothers and 
children, the pubUc and private resources available to provide 
the necessary services described in this repKJrt, and the patterns 
of utilization of existing services. '\ 

(2) The HSA^s, SHPDA'Sy and the National Health Planning 
Council need direction and guidance to become more effective in 
planning and allocating resources for the promotion of health 
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stmong children and pregnant women. Specific steps shoiild 
inC':'de: 

m Specification by the Secretary of Health and Human Services 
of maternal and child health as a national health priority. The 
National Guidelines for Health Planning contain a few 
relevant goals for children's health promotion, for example* 
imnivmizations Tor children under 15. More specific children's 
health promotion goals are needed to provide guidance to the 
HSA's and SHPDAV These should place emphasis on 
assuiing access to three basic essential services — prenatal, 
delivery, and pK>stnatal care; comprehensive care for children 
through age 5; and family planning services. 
m Requirement that HSA's coordinate closely with State mater- 
nal and child health authorities in regard to the HSA functions 
of (a) review and comment on requests for Federal funding of 
maternal and child health services; (b) approval of Proposed 
Use of Federal Funds (PUFF) in relevant, programs; and (c) 
aopropriateness reviews HSA boards should have adequate 
representation of persons with expertise in maternal and child 
health, and State maternal and child health authorities should 
assign personnel to participate in HSA meetings at which 
relevant matters are to be considered. 
(3) The Federal maternal and child health agency^ described in the 
next chapter of this report^ should work with the National 
Council on Health Planning and the Bureau of Health Planning 
in the development of the materials necessary for effective 
relationships between Stale maternal and child health authorities 
and State planning agencies. These would include: 

• Instructions to HSA's. SHPDA^s, and SHCC's concerning the 
maternal and child health section of the State Health Plan, 

• Information to help HSA*s understand the implications for 
women and children of decisions made on Certificates of 
Need^ Proposed Use of Federal Funds, and Appropriateness 
Reviews- 

m Manuals to explain the scope of maternal and child health 
services and the responsibilities of Slate maternal and child 
health authorities to SHPDA and HSA boards and staffs, and 
also the terminology and techniques used by the health 
planning agencies to the State maternal and child health 
authorities- The National Institute of Mental Health already 
has prepared such a manual for community mental health 
centers and HSA personnel. 
TTiese steps, if taken jointly, would reduce existing confusion and reverse 
the present trend for maternal and child health planning to "fall through 
the cracks** of the State planning process- The Panel beheves such 
pL.nning is an important HSA function, and significandy more in keeping 
with the original purpose of the health systems planning legislation than 
the more narrow issue of cost containment that has consumed so much 
energy recently. 
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Quality A^m^nce 



Assuring the ready availability of essential services will be of limited 
value unless the quality of those services is high enough to have a major 
impact on the health of mothers and children, "ilxe Panel therefore 
believes the^ process of quality assurance, including establishment of 
standards and monitoring of performance, must also be employed In 
pursuing national objectives. 

The Title V legislation and regulations require States to assume 
re^x>nsibility for various quality assurance functions^ and to develop and 
upgrade standards relating to services. State Tide V agencies are p>erhaps 
best kn own f or q ua lity a ssurance regarding children's services. 

Since its inception the Crippled Children's Services program has assured 
its beneficiaries appropriate sennces of high quality. This has been 
accomplished by establishing standards that go beyond professional 
licensure or institutional accreditation for payment of specified services. 
Crt^led Children's programs often require providers to have specialty 
board certification for payment^ or specify that certain procedures can be 
performed only in institutions which meet standards relevant to that 
procedure. When the Maternal and Infant Care and Children and Youth 
projects were initiated, they were made subject to similar high standards 
staffing and procedure. Consequently^ when studies compared the, 
quality of care in these facilities to that of clinics in teaching hospitals, 
private providers, and others, the Title V-funded projects scored very high 

72ie Panel recommends that Federal and SL'ite maternal and child 
health authorities continue and expand their activities in the realm of 
qualiiy assurance. It ^ould be the responsibility of the Federal maternal 
and c^iild health authority to establish minimum national standards for 
personnel facilities, and delivery of care. The process for standard-setting 
should be broadly representative, including input from physicians, other 
health professionals, consumer representatives, and others. It should 
continue to be undertaken in collaboration with the relevant professional 
and institutional groups, such as the American Academy of 'Pediatrics, 
American College of Obstetricians and Gynecologists, American Medical 
Association, American Public Health Association, American Nurses^ 
Association, and the Joint Commission on the Accreditation of Hospitals. 
In addition, exceptions to federally established standards should be 
allowed when the State maternal and child health authority or the facility 
being reviewed can provide adequate justification, such as the inability to 
obtain annel with certain credentials in isolated areas or the 

irrelevance of tr»c* stipulated criteria to specific circumstances. The Federal 
agency should also establish minimum expectations for the monitoring of 
performance: how often records should be reviewed, who should conduct 
the audit, how large a sample is required, when procedures other than 
record reviews are essential, and so forth. 

Just as the Panel believes that State maternal and child health 
authorities shotild ensure the availability of services by working collabora- 
tively with service providers not funded by Tide V, it also believes that 
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these authorities should monitor the quality of services provided to 
mothers and children by public agdcics other than ti.ose supported by 
Title V, requiring that they conform to the same standards as those 
expected of Title V facUities and monitormg compliance with those 
standards. Waivers might be sought by some facilities, such as migrant 
health centers in isolated areas, but such waivers might also be required by 
Title V-funded local health department clinics in similarly isolated 
circumstances, so no dual standard of care based on source of funding 
should be maintained. 

The main objective of the State maternal and child health authority 
should not be to detect deficiencies, but rather to prevent them and 
continually upgrade services. The Panel believes the right to monitor 
program quality carries with it the obligation to involve the monitored 
program in the promulgation of standards and to work with the program 
in training personnel, making all modifications necessary to conform with 
standards, and consulting frequently on program development. The 
enforcement of quality assurance in programs not funded by Title V will 
require collaborative agreements at the local, St;*te and Federal levels 
between maternal and child health authorities and the agencies funding 
other programs. 

Just as m the case of planning, quality assurance presents some dirticult 
issues of coordination at the State level. In particular, there is the potential 
for confusion between the maternal and child health quality assurance 
process and the activities of the Professional Standards Review Organiza- 
tions (PSRO's), the HSA's, and the State Medicaid agency. The Panel 
believes that the intersection of various quality control activities needs to 
be studied Stale-by-State, with more thought given by both Slate and 
Federal authorities to mutually reinforcing policies. 



Information Systems 

In the age of the computer, it is possible to generate enormous 
quantities of data on target populations and services. A more elusive goal, 
however, is to collect only that information which will actually be used 
cost effectively in policy determination and review and program improve- 
ment. The Panel does not advocate wholesale increase in data collection 
or analysis. Instead we recommend that each State develop a carefuUy 
reasoned strategy for collecting and using three types of information: 
poUcy-related epidemiologicaJ data on health status and health care 
access, management systems data on receipt of services and use of funds, 
and evaluation data on program effectiveness based on stated objectives 
and specific goals. Each of these types of information can be analyzed and 
presented in a number of ways to meet different policy needs including 
accountability to Federal agencies. State plarming, and internal agency 

administration. , - ^ 

Policy-related epidemiological data is populauon-based information on 
health care needs and access to health services. Such data can be very 
selective, focusing on high-risk problems or populations in the interest of 
developing better targeting strategies. The data can be collected intermit- 
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tently or can be p>art of an ongoing surveillance strategy ainaed at assessing 
progress toward high-priority health service goals. One good example of 
targeted data collection is the Georgia system of perinatal surveillance (i< 
/5), which includes a sampling of birth and death certificates to establish 
the neonatal mortality rate for sefected areas and according to various 
maternal characteristics. These data are analyzed to devise service 
targeting strategies, and are also disseminated to relevant service providers 
and administrators. Similar systems have worked for immunizations, and 
can be envisioned for childhood accidents and other major problems. 
Surveillance information also can be used as one form of outcome 
measurement to- determine population changes on important health status 
indicators. Although such changes may or may not be attributable to the 
health service system. Federal and State authorises should weigh this type 
of outcome data along with data on receipt of services as one important 
measure of progress toward the achievement of performance objectives. 

In general, targeting of services based on problem-oriented surveys is 
easier and less expensive than attempting to create and maintain risk 
registries, or otherwise identify and track individual children and mothers 
over time. The Crippled Children's Services program attempted^ particu- 
larly in its early years, to set up registries, but these listings were rarely 
used and proved ineffective imnaking sure that needy children received 
treatment. Two exceptions can be found* however, to the generally 
discouraging record of risk registries- One is the recent experience in this 
coimtiy with child abuse registries, which have been part of a broad new 
child abuse reporting system. The other is the promising development of 
systems for identifying and tracking high-risk pregnancies during the 
interval from the earliest prenatal visits to the return of the mother and 
infant to the home after delivery. A number of perinatal care networks 
have experienced notable success in developing such systems. 

In most States, even those vnth relatively Sophisticated human services 
accounting, poUcy-re^evant manzsgement information on the delivery of 
maternal and child health services iz minimal. This absence of information 
in many States can be traced in part to the 1976 decision to disband the 
Federal Maternal and Child Health and Crippled ChildreiTs repK>rting 
systems- Reduction in Federal expectations has led to laxity in some 
States, even though State authorities usually recognize that it is in their 
interest to have good information on needs and program performance. 
Another reason for the inadequacy of State data systems is simple lack of 
H '^vney for planning, either as part of the Title V process or for other State 
<i^fTorts. 

Reporting systems have been a cause of major concern in Congress, but 
for tne most part the concern has been about fiscal accountability, not 
service accountability. Information systems such as the Medicaid Man- 
agement Information System are designed to remedy problems such as 
fraud and abuse, that is, ovcrutilization, not underutilization. 

Since 1969, the EPSDT program of Medicaid has been charged with 
ideniifying children eligible for services and seeing that services are 
provided Eligibles are identified, not on the basis of risk, but according to 
the financial and categorical criteria of the welfare-based Medicaid 
program. The fact that welfare and social service departments have case 
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files on all families eligible for Aid to Families with Dependent Children 
should make identification easy. However, many States have had severe 
problems in setting up computer systems that could identify eligible 
children and report on those who needed care. Those States which have 
been most successfxjl are those which from the outset had strong 
computerized data bases and a capacity in both health and welfare 
departments to function effectively (16). 

Problems can be compounded when various programs develop parallel 
and incompatible data bases to meet Federal accountabihty criteria. In 
general, the most useful human services information systems have been 
those which established comimon . language and categories across pro- 
grams, enabling integration of data bases at the stage of analysis. 

As well as designing better information sy- tem^ relevant to manage- 
ment, monitoring, and accountabihty, the Panel believes that States 
should further develop their own capability for program evaluation. This 
function should be undertaken within the maternal and child health 
authority and, as in the case of severa. large States, may also be 
undertaken by staff attached to the State legislature,' the State manage- 
ment and budget agency, or State auditing staff. California, New York, 
and several other States now have such capabiUties. The reports produced 
are in many cases as sophisticated as Federal reports of the Congressional 
B«idget OfTice, Office of Management and Budget, or C3eneral Accounting 
Office. Evaluation efforts should focus on how well and how efficiently 
national objectives are being attained, and cn the congruence among 
various Federal, State, and local programs in working toward common 
ends. 



Oemonstration Programs 

The Panel believes that Federal and State demonstration programs 
should continue to support models of exemplary practice in , service 
delivery. -It is apparent, however, that inflation and the increased cost of 
providing health services has meant that an ever-larger conaponent of 
State funding has been required to maintain levels of effort in existing 
demonstration projects, and that almost no State presendy has sufficient 
funds to contemplate new demonstrations. 

This would not pose a dilemma if current programs had proven 
unsuccessful and deserved to be disbanded. However, in the case of the 
MIC, C&Y, and other demonstrations under Title V authority, as weU as 
various demonstrations under Medicaid, WIC, coaununity health centers, 
and other Federal and State programs, notable success has been achieved 
and highly cost-effective services provided. 

We believe it makes sense to maintain and further spread these 
successes before creating new servjce delivery demonstrations. We also 
believe, however, that new funds are necessary to support demonstrations 
of(l) more efficient service structures at the local level; (2) new modes of 
coordinatior between various Federal and State programs and funding 
streams with related objectives; and (3) the provision of certam services 
which would in themselves perform a coordinating function (e.g., home 
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miting}^ Thc^ previous generation of demonstrations has shown that 
comprdhensive services can be provided in cost^ffective ways. What has 
not yet been adequately shown is how to unify the implementation on a 
large scale — beyond an individual service structure — of various closely 
idated policies and programs* Su;^x>rt for this kind of innovation is not 
likely to come from existing program funds alone. 

Technical Assistance and Consultation 

Another important aspect of knowledge transfer, along with demonstra- 
tions^ is to^nical assistance and consultation — the process of familiarizing 
providers, professional groups^ and other conununities of interest with the 
best ways to achieve desired ends. In a world of rapidly changing health 
care knowledge and practice, providers need information and support of 
many kinds. Similarly, in the busy day-to-day world of public policy, no 
Federal or State ag/ency performs well which docs not explain its purposes 
clearly, engage in. open and frequent exchange with various clieiit groups 
of providers and consumers, and offer them timely and informed 
assistance in working toward shared objectives. Strong patterns of 
technical assistance and consultation require excellent agency staif, and 
enough staff to communicate fnlly and carefully. While neither FederaJ 
nor State agencies presently have enoi^h staff to r ^rform these functior£s 
adequately, it is the PaneFs impression that the States have the bi^est 
problem. 

Tfye Rand bcJicves r.iat Fccicml palicy sboixld try to build an intelligent 
and energetic cadre af professionals within each State who would work for 
tbe relev^^t State health unit to comniunicate program goals and translate 
national objectives into realities of local practice. Some of these profes- 
sicmals should be full-time public servants, but some also should be drawn 
from universities and other settings on a contract basis, in order to 
broaclen the range* of qualified and interested personnel who can 
participate. 

Advocacy 

Advocacy can be of at least two kinds, that which comes from within, 
public programs and units of service administration, and that which 
comes from private groups and individuals. Both ^ are important to 
advance the scope and quality of services f^i* children and pregnant 
women (/7). For reasons described in the brief historical section earUer in 
this chapter, public agency Advocacy has become more diffuse and less 
prominent in recent years. The PaneF hopes that with the integration of 
program policy and oversight at the Federal, State, and local levels, and 
the various other reforms we have proposed, agency advocacy will be 
rekindled. No maternal and child health unit can influence the allocation 
of scarce public service rc^urces — some of them not vmder its direct 
control— without strong ties to various conmiunities of interest and the 
ability to make p>ersuasive arguments for the priority of its goa^ls. 
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m reviewing recent achievements of certain outstanding Federal, State, 
and iocaLagencies, it is difTicult to escape the conclusion that many of the 
most impressive steps have been the results-forceful -leadership- by 
paiticular individuals, who somehow have been recruited to the cause of 
maternal and child health and have made it their mission over a nimiber 
of years to ensure that agencies and programs thrive. If there were a 
surefire formula to motivate others like them, the Panel certainly would 
recommrnd it. In the absence of such a formula, we believe that adequate 
financial and professional incentives need to be created, from both private 
and public sources, to attract highly qualified and motivated individuals 
to relevant public service roles. 

In addition, we believe that Federal and State poUcy advocacy can be 
signiflcandv improved by the creation of interagency maternal and child 
health advisory councils, to lend visiblity and unified purpose to the 
efforts of all relevant agencies. A Federal council of this sort is proposed 
in the chapter which follows. State councils should be appomted by the 
governors, or appointment power should be delegated by the governors to 
health department directors. The councils should include representatives 
of the relevant agencies and professional groups, and consumers knowl- 
edgeable about maternal and child health, with appropriate racial and 
ethnic balance. The councils should fulfiU such duties as approving the 
maternal and child health component of the State Health Plan, and other 
plans as required; overseeing State quality assurance efforts; providing 
advocacv with the governor; legislature, and other policymakers for more 
effective programs and policies: and initiating periodic reviews of 
particular aspects of State programming and policy. 

Iliese functions should serve to reinforce and extend various agency 
activities. The council should sen/e primarily as a coalition to support and 
assist the State maternal and child health program director and other 
agency personnel in ongoing pr'-^.am and policy formation, not as a 
vehicle for political control of these personnel. 

Even with the most sophisticated and committed child advocates 
working inside Government, the Panel believes advocacy by organizations 
and individuals independent of Government is indispensable in achie\nng 
its goals for mothers and children. 

The neglect of children's interests by the present system has taken 
several forms which advocacy efforts must be designed to redress and to 
prevent in the future. First are decisions made by legislatures and 
governmental bodies which are unresponsive to children*s needs not by 
intent but out of ignorance. The Panel is aware of many mstances m 
which well-meaning public officials set poUcy without understanding its 
particular implications for the health of children and expectant mothers. 
Thus for example, wh^n HCFA wrote policy in 1978 to implement the 
new Rural Health Clinic Services Act of Medicaid, it issued a regulation 
requiring that in order for a clinic to qualify for Federal reimbursement 
under the program it must serve people of all ages. An imintended 
consequence was "hat maternal and chUd health clinics could not quaUfy 
for Federal assistance even if they were located in nu"al areas and 
provided services to some of the neediest people the program m tended to 
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hc^* it was only through the work outside advocates that the problem 
was identified and that HCFA was convinced to modify the policy. 

A second form of neglect which the Panel believes outside advocacy can 
.ha^ address is the low priori^ frequently given children's needs in 
n^otiatkms at aU levels of government over budgets^ staffing^ and other 
important programmatic decisions. Because many of the services children 
need are neither particulaiiy expen^ve nor drai^atic and because a vocal 
outside constituency has firequently been lar^frrq^^ children's needs have 
too often taken a back seat in these crucial delibS^tions. In many States, 
children's programs are fiarticularly poorly funded and are among the 
most vulnerable when budget or staffing cuts are made. In others, children 
go without services which existing programs entitle them to bemuse the 
— pgQgy ams are not being H*?mini^<rt ered as e ffective^^as'TfaeyTmgKt'ljie 

A third brpad area where outside advocacy can play a vital role is in 
harnessing resources in the private sector on behalf of children's needs. 
Provisions made by industry regarding maternity and paternity leave or 
leave for parents with sick children can affect children's lives profoundly^ 
as can the willingness of private providers to offer the range of services 
cfaildren need, of labor and management to purchase adequate coverage 
for their employees ^d dependents, and private fund-raising efforts like 
the United Way to accord priority to maternal and child health needs« As 
with advocacy aimed at the public sector, outside advocacy aimed at these 
private sector activities is necessary to assure that appropriate resources 
and talents are focused on the health of children and expectant mothers* 

The need for outside child advocacy is particularly acute at times like 
the present when there is public skepticism about the ability of 
Government to have a positive impact on people*s lives and pronounced 
pressure to reduce Goverzunent*s authori^ and fimds. 

The Panel believes that child health advocates are indispensable allies 
to government officials, to parents, and to others concenflfed with 
harnessing both public and private resources on behalf of imprpved 
maternal and child health, Wc therefore recommend substajitiaUy 
increased levels of support for advocacy from a rangi^ of sources in the 
private sector, including private and corporate foundations, corporate 
contributions^ contributions from individuals^ and private fund-raising 
campaigns. 
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CHAPTIiat 11 



FEDERAL ADMINISTRATIVE 
ARRA 

Hie Congress specifically asked the Panel for advice about '^appropriate 
methods for coordinating and consolidating^ within an agency and 
between agencies^ the adr^inistration of child health promotion pro- 
grams.^ This request stemmect ;r» part from a widely shared perception 
^^^^jwthin Congress, the Executive Branch, and the broader child health 
communis that the many federally sponsored programs relating to 
maternal and child health too often fimction in isolation. One hears often 
of fragmentation, duplication, and lack of coordination, both at the 
Federal level and at the State and local levels, where administrators 
working with more than one program must frequently deal with different 
eligibility standards, regulations, and reporting forms; and families face a 
complex and bewildering array of health service programs that they must 
' piece together to meet their needs. Although this is a problem in many 
sectors that rely on Federal funds, it is especially burdensome in the child 
healt^ arena, given the otijective of continuotis, comprehensive care. 

In the previous chapter> we suggest a n^imber of ways to clarify and in 
some instances restructtire State-Federal relationships in the administra- 
aoh of various maternal and child health pior^ams. In this section we 
' propose several changes at the Federal levei £o enhance the ability of 
programs at the State; and local levels to accomplish their goals; and, more 
. generally, to eiiable the Government to ictttain the numerous f>olicy 
objectives described throughout this report and detailed in volume 11. The 
- Federal level changes proposed by "the Panel include: 

m Creattion of a Maternal and Child Health Administri:'Ion 
(MCHA) as a new agency of the Public Health Service (FHS) 
m Steps toward a new relationship between PHS and the Health 

Care Financing Administration (HCFA) 
• Creation of a IMational Commission on Maternal and Child 
Health 

m Identification by the Secretary of the Department of HdSsdth and 
Human Services (DHHS) of a person to be responsible, as the 
^ agent of the Secretary, for coordinating maternal and child health 
policies both inter- and in tradepartmen tally 

m Increased congressional attention to improving the coordination 
of programs that are the responsibility of different committees. 
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• Sirengihened expertise in maternal and child health in the 
regional ofTices of DHHS o i 

These suggestions are grounded in several assumptions. First, the Pane 
recognizes ^at people and ^beir values, far more than orgamzational 
structures, are the critical in program coordmauon and success. 

Energetic ancf competent -hin DHHS and m other departments, 

bS by strong Stan ^tioning with the full support of a 

committed DHHS Secreu- rticular, are likely to achieve more for 

maternal and child health man any administrative rearrangements, 
although such realignments may facilitate the actions of a commuted 
leadership. Second, the Panel recognizes that the current P ethora of 
programs in the maternal and child area exists not through carelessness or 
misluided management. Rather, it accurately reflects multiple policy 
objectives, congressional jurisdictions, the styles and preferences of 
leadmg administrators within DHHS, poUtical priorities of past years, and 
the pressures and interests of selected constituencies. Moreover, a focus on 
maternal and child health in numerous Federal programs, departments, 
and agencies reflects as much the importance of this issue as it does 
"fragmejitaiion and duplication." That is, if a topic is of nationa 
impSrlarice-as is the health of our mothers and chddren— it is logical 
and even desirable that programs addressing it be found m many places. 
The Panel recognizes and celebrates the value of some diversity of effort 
Finally we are keenly aware of the disruption and lack of success that 
typically accompany major organizational shifts undertaken m the 
absence of cleaV cut policy objectives. Orgamzation-and therefore 
reorganization— must derive directly from new policy comniitments and 
widely shared perceptions of problems. Thus, the suggestions for organiza- 
tional change Outlined in this chapter aie viewed as necessaij/ steps toward 
the major new policy directions recommended throughout this report, and 
Is appropriate Vesp^nses to many of the difficult issues and social trends 
identified in the course of our work. Some of the policy directions and 
problems which provide the underlying rationale for the Panel s suggested 
administrative ch.-.ages we suggest include: * » . 

• The' Panel's call for an aggressive national commitment to 
protecting and promoting the health of mothers and children 

• The proposition that a core set of basic essential services for 
women, infants, and preschool children becomes umversally 
available without delay 

• The expanded role proposed for the Title V program, -.hich 
includes a significant new set of responsibilities for matema. -nd 
child health authorities at the State level 

• The Panel's proposals to change various financing systems to 
Extend and improve health services for mothers and children 

• The need for more advocacy for the sp>ecial health service needs of 
mothers and children, particularly in light of expected demo- 
eraphic trends over the next several decades 

• The need for a clear focal ''point within DHHS for the various 
advocacy and constituency groups concer-.ed w:in improving 
maternal and child health 
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The Panel believes thai for these new policy directions to be implemented 
most -^iTcctively and forcefully, is it essential that th^ administrative 
changes argued for here occur, \yhatcver tem|x>rary dislocations may be 
caused by these changes are 'more than justified by the anticipated 
result — improved health status and health services for mothers and 
children. 



A MATERNAL AND CHILJ> HDEALTH 
ADMINISTRATION 

In reviewing DHHS administrative arrangements governing maternal 
and child health programs, the Panel noted a central organization 
problem tju}t it believes i-ignificantly hamf>ers the ability of the Federal 
Oovemrnent to care To: the health needs of this population: at present, 
tbere is no clear departmental **home'* within E>HHS for maternal and 
child health* Programs related to the health needs of this population are 
found m several parts of the department with insufficient coordination^ 
and communication among them* For example, the adolescent pregi.^ancy 
care and prevention activities authorized by P,L. 95—626 are located in ilkc 
Office of Adolescent Pregnancy Programs (OAPP) within the Office of the 
Assisiani. Secretary for Health — quite separate from the obviously 
complementary activities of the Office of Maternal and Child Health 
within the Health Services Administration. This lack of a central focus is 
worsened by the low position in the bureaucracy of most maternal and 
child health programs^ especially the Title V program which is within an 
OfHce within a Bureau^ within an administration, which itself is only one 
of six PHS agencies. The Panel believes that this combination of 
fragmentation and ^low profile*' for maternal and child health programs 
results in a lack of clear policy direction, and insufficient support, 
advocacy, a. *d visibility for the relevant programs. We have concluded 
that an organizational entity at a bureaucratic level closer to the Assistant 
Secretary for Health a*:d the department Secretary, and focused on the 
preventive, primary care, and specialized health services required by 
mothers and children would greatly strengthen Federal health efforts on 
behalf of this p>opulation. Accordingly, the Panel recommends that the 
Secretary of DHHS establish a Maternal and Child Health A^dministra- 
tion (MOHj\) as an agency of the Public Health Service, * 

This Administration should include the following program components 
at a minimum: 

m The existing Office of Maternal and Child Health, which 
administers Title V, Supplemental Secunty Income health services 
for disabled children, and programs directed at selected matertiai 
and child health issues such as sudden infant death syndrome, 
genetic screening and services, sickle cell disease, and hemophilia 

• The Office of Adolescent Preg rcy PrograHls, which administers 
the activities authorized by P- ^^--626, 



•One panel member dissents from this recomtncn<latton. (Sec appendix D.) 
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• Family planning services supported through Title X of the Public 
Health Service AcL 
The Maternal and Child Health Administration would function as the 
clearly designated leader for maternal and child health activities within 
DHHS. The following functions^ at a minimtmu should be assigned to the 
Maternal and Child Health Administration: 

(1) Responsibiliw at the Federal level for operating and coordinat- 
ing all aspects of the three programs listed previously including 
their service, research, and training components. In so doing, 
MCHA should not diminish the capacity of these programs — 
such as the sickle ceC and adolescent pregnancy programs — to 
make direct Pedcral grants to community based organizations* 

(2) Authori^ to review rnd comment on the proposed budgets^ 
legislation, regulations^ reporting forms, and other proposed 
p)Oli<^ issuances develc^d by other agencies within DHHS that 
conduct programs directly related to maternal and child health — 
with / the aim of such activities being to improve program 
coordination at the local level in pax^culax* Relevant programs 
include: 

• The Early and Periodic Screening* Diagnosis, and Treatment 
(EPSDT) program of Medicaid and other Medicaid policies 
which affect large numbers of children or pregnant women 

• The Communis and Migrant Health Centers Program of the 
Bureau of Community Health Services 

• Various other health service programs of PHS, including those 
of the Alcohol, Drug Abuse, and McntrJ Health Administra- 
tion (ADAMHA) 

• Title XX (Social Services, including day care) 

• Head Start 

m The Developmen :al Disabilities program 

• Title IV, Aid to Families with Dependent Children 

• The ^rational Institute of Child Health & Human Develop- 
ment 

• Selected programs within the Centers for Disease Control 
(CDC) including Immunization, lead poisoning and veneral 
disease risk reduction 

• The maternal and child health activities of the Appalachian 
Regional Commission 

In discharging this review and comment function, MCHA 
should take into account the vi^ws of various departmental 
coordinating offices already in existence such as the Office of the 
. Deputy Assistant Secretary for Population Affairs. We also note 
that there should be some reciprocity in the review and comment 
fimction noted here; that is, programs not included in MCHA 
such as those listed above should be able to review and comment 
OIL propc^sed regulations, ref>orting forms, and similar documents 
developed by MCHA which directly affect their programs. 
(3) Assistance to the States on maternal and child health related 
topics, with the aim of creating and* coc dinating a i^stem of 
services to ensure that all mothers and children have access to 



ERLC 



o 



377 



needed • ervices. especially those in the set of minimum, basic 
services. Such assistance should include provision of techmcal 
assistance to the Stales in the areas of planning, coordinatioiu 
reporting procedures, and quality assurance; coordination with 
the Health Standards and Quality Bureau (withm HCFA) to 
define in mutually acceptable ways the unique responsibihty of 
State maternal and child health agencies and Professional 
Standards Review Organizations (PSRO's); and coordination 
with the health planning program to develop appropriate 
standards for Slate and multicounty health plans, and criteria for 
the "appropriateness" reviews and Proposed Use of Federal 
Funds reviews carried out under the Health Planning Act. 
(Chapter 10 discusses some of these State-oriented functions in 
detail.) 

(4) Responsibility for setting national standards by which to assess 
the cijequacy of the Siates' progress in ensuring the availability 
of the minimum set of basic essential services: prenatal, delivery 
and postnatal care; comprehensive care for children from birth 
through age 5; and family planning services. Such standards 
should be developed in conjunction with the National health 
Planning Council and related planning bodies; the Board on 
Health Services Standards that we propose in chapter 5; the 
relevant professional societies, advocacy, and consumer groups; 
and other appropriate groups. 

(5) Coordinating the maternal and child health programs of DHHS 
with related programs in other departments, such as the 
Supplemental Food Program for Women, Infants, and Children 
(WIC) within the Departr ent of Agriculture, the Education for 
All Handicapped Children Act (P.L. 94-142) within the Depart- 
ment of Education, and the CHAM PUS program operated by 
the Department of E>efense. 

(6) Research needed to improve the agency's programs and to 
manage them effectively, which includes the ability to request 
and purchase needed research from other departmental agencies 
such as the National Center for Health Services Research. 

(7) Advocacy within DHHS and directed to other departments and 
the Congress regarding policies and programs to improve 
maternal and child health. 

With regard to locating the adolescent pre^^nancy program in MCHA, 
' the Panel is aware that the OfTice of Adolescent Pregnancy Programs 
(OAPP) and the grant program it administers are concerned, among other 
things with services such as vocational education and day care, which 
have^ot traditionally been considered a part of health services. There is 
some concern about whether such a multifaceted program belongs m a 
"health" agency such as MCHA. However, it is our intent that the concept 
"of maternal and child health governing MCHA should embrace a ve-y 
broad spectrum of services, as suggested by our needed services hsts 
I (chapter 5), and that therefore OAPP would easily fit within the new 
aeency We concur in particular with the orientation of OAPP that the 
services needed by these young people include, for example, specialized 
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educational programs, counseling^ day carc^ and other services — most of 
which are enumerated in the ^core and supplemental services incorp>orated 
in the description of the grant program in PX. 95-626, To help ensure that 
these broader features of the program, as well as its prevention and 
coordination ro^es, are not lost in the shift to MCHi^ the Panel suggests 
that the OAPP*s stktv as a separate Office with its own director be 
maintained within MCHA. This will also help to continue focusing public 
and DHHS attention on this significant social problem* 

When this program is considered for reauthorization in 198K we urge 
the Congress to review carefully the placement of OAPP within DHHS, 
Even if MCHA has not been created, we suggest that the Office* be placed 
in a more appropriate location* We also urge the Congress to ^eview the 
implementation of the legislation establishing this program: it is our 
impression that in the interest of providing services to young women 
already pregnant, too little attention has been given to pregnancy 
prevention. 

We also note that» even though - - urge that Title X family planning 
services be included in MCHA, 'hare the long-standing concern of 
advocates of the Title X program th i... it not be a -orbed legislatively into 
related programs such as Title V, which also supports family planning. As 
we discuss in chapter 7^ the Panel st^ongW endorses the continuation of 
categorical funding for family planning as embodied in Title X and does 
not see the proposed MCHA as changing the nature of Title X itself. We 
believe, however, that MCHA will provide an environment that will 
promote more cohesion between the various family planning f ograms. 

Beyond these few comments, the Panel has chosen not to recommend 
how MCHA should be structured internally. However, as discussed in 
volume II of this report, we do recommend that the Title V program be 
established in legislation as a Bureau, which we refer to as the Bureau of 
Maternal and Child Health Services (BMCHS) ( /). 

Programs recotnmended for assignment to MCHA do not include every 
possible maternal and child health program or piece of program — notably 
those listed above under duty number 2 for MCHA. This is because the 
Panel believes that it is^ a false goal to try to place in a single agency all the 
programs that bear on the health needs of this population. Instead, the 
aim should be to assemble a critical mass of people and dollars capable of 
serving as the lead agency for maternal and child health within DHHS 
and/ providing much of the program coordination that is currently lacking. 
In our view, the primary value of MCHA is not that it would be the sole 
repository of all maternal and child health programs, but rather that it 
would be an organizational entity high enough in the bureaucracy and of 
sufficient stature and prestige to coordinate various programs and sources 
of funds in many separate agencies and to provide leadership in achieving 
the goal of ensuring that health services are provided in a coordinated 
fashion. Increased coordination among publicly financed programs is, in 
the PanePs view^ as important as increasing the scope or appropriations of 
any single program. TTiis is true most of all at the local level, where 
program coordination is crucial not only among public programs, but also 
J>etween public and private efforts. 

Nonetheless, we also urge that the Secretary of DHHS, the Assistant 
Secretary for Health, and the Administrator of the new Maternal and 
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Child Health Administration, and other departmental leaders periodically 
review the wisdom of adding other maternal and child health-related 
program^ to those I: ted here. Programs within DHHS which the Panel 
saw no need to move at present but which could logically become a part of 
MCHA at some future time include, for example, the lead poisoning 
prevention and immunization -activities of CDC and the Developmental 
"Disabilities program of tho Office of Human Development Services 
(OHDS). 

A principal tunction of MCHA should be to encourage a variety ot 
other DHHS programs to pay increased attention to issues of matem.il 
tnd child health. For example: 

• Institutes within the National Institutes of Health, beyond the 
National Institute of Child Health and Human Development, 
should be encouraged to sustain and increase their attention to 
maternal and child health problems that fall withm their research 
mandates. 

• ADAM HA should be urged to increase the extent to which its 
various activities relate to children, including the efTects of adult 
alcohol, drug iibuse, and mental health problems on children. 

• The Health Resources Administration should be urged to focus its 
various health planning activities more strongly on the health 
needs of mothers anJ children. 

• The National Center for Health Services Research and the 
National Center for lealth Care Technology shouM be urged to 
devote a higher proportion of their research and evaluation 
activities to maternal and child health. 

Many more examples could be cite i. The important point is that 
althou^ none of these programs should be included in MCHA because 
they are embedded in larger programs dominated by different social 
objectives or function's, all can non.'theless make important, often 
irreplaceable, contributions to maternal and child health. What is needed 
is greater emphasis within these programs on this population, and better 
coordination with other relevant programs. This is especially true of such 
DHHS programs as the community health centers, the National Health 
Service Corps, and the rural and urban health initiatives. Some of these 
programs are not providing health services to mothers and children, and,^ 
must be encouraged to do so; and even those that do could doS 
substantially more (2). The Panel believes that an agency such as MCHA 
IS needed to help ensure that these various pro-ams pay adequate 
attention to the health needs of mothers and children. Such leverage 
would be exerted througin a variety of mechanisms including the review 
and comment function noted earlier, interagency agreements, our pro- 
posed' Commission, and, of course, the leadership exerted by the MCHA 
administrator, colleagues, and outside advocates. 

There are a few limitations associated with this proposal that the^* anel 
considered specincally. The first is that by removing the Office of 
Maternal and Child Health and the Office of Family Plannmg from the 
Bureau of Community Health Ser vices (BCHS), services for mothers and 
children are being separated from the Federal grant programs supporting 
community health centers, rural and urban health initiatives, and migrant 

< 380 

ERIC 



health services in particular. Furthermore, withdrawing these programs 
from BCHS flics directly in the face of policies promoting family centered^ 
comprehensive care. The Panel agrees that the new MCHA will need to 
make special efforts to retain the present close ties among these programs. 
However, the Panel also believes that the health needs of mothers and 
children will best be served in the long run by lodging programs directed 
toward this (x>pulation in one agency with a clear maternal and child 
health focus. Experience ha^ repeatedly shown that it is all too easy — and 
politically safe — to give inadequate attention to the needs of mothers and 
children^ especially those who are poor, when they arc forced to compete 
with other groups for attention and resources, as evidenced by the number 
of community health centers and other grant programs presently not 
providing comprehensive maternal and child health services (2). 

A second issue considered by the Panel is that the head of an 
administration or agency is a political appointee, whereas the head of a 
bureau or office tends to be a career appointment- This raises the sp>ectcr 
of MCHA becoming more vulnerable to electoral and congressional 
pressures, and therefore more political in discharging its duties. The 
PanePs view is that such political visibility is as much a potential 
advantage as a disadvantage. The presence of a political appointee at the 
head of MCHA may well work in favor of the health needs of moL lers and 
children* At a minimum^ for example, th*, attention of the DHHS 
Secrrtary is captured by the task of naming an administrator. More 
sigv^ificant, an agency administrator has more opportunities for access to 
the Secretary and key department leaders than does an mdividual holding 
a lesser office. Further, a skilled political appointee may be especially 
effective in the important advocacy function. 

A third possible limitation is that the prop>osed MCHA would be the 
only agency of PHS with a population rather than a functional 
orientation. In the PanePs view, the importance of the groups to be served 
by this new agency and the significanQC of their sp^^tcial needs more than 
justify whatever apparent inconsistencies would result from creating this 
agency. 

Consideration was given to whether bureau status for the proposed 
collection of programs and duties would be preferable to creating a new 
agency. Although a bureau would definitely provide a clearer focus for 
maternal and child health within the department than currently exists, the 
Panel believes an agency would be better able to perform the proposed 
duties, particularly those associated with providing departmental leader- 
ship for matem2.1 and child health and interdepartmental coordination. 
An agency rather than a bureau would also highlight the new national 
priority thai the Panel argues should be accorded maternal and child 
health and the commitment to ensuring the availability o^ the set of basic, 
essential services. Certainly if a national health financing plan is to begin 
with universal coverage for mothers and children as the Panel advocates 
(see chapter 9)* an organizational entity with at least the visibility of an 
agency rather than a bureau is warranted* Such an agency, in concert with 
HCFA, would be the logical set of offices and programs within DHHS to 
administer NHI. Thus the Panel believes that the MCHA is consistent 
with both its immediate goals of increased program coordination and 
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prominence, and its long-term goals of national health insurance begin 
ning with mothers and children. 



THE RELATIONSHIP BiJTWEEN PHS ANT> MCFA 

An obvious candidate for possible inclusion in MCHA is the EPSDT 
program of HCFA which, as pari of the Medicaid program, is admmis- 
tercS by the Slates. The Panel reviewed this option carefully and 
concluded that although moving EPSDT to MCHA has a cerlam minal 
appeal because it is a major source of child health funds, this would not be 
a wise move in the long run for two reasons. . . , . j 

First, removing E.'SOT from Medicaid where it is legislatively based, 
would create not only significant management problems, but also the 
likelihood of increased operating problems at the Slate level, and tJ}«?iSj 
probability of resulting major delays and disruption m providing ^ PSDT 

services to children. , „ .1-1- .i_ 

The second and more significant reason is that the Panel believes the 
relationship of MCHA to EPSDT is only a small part of a much larger 
is-ue— the relationship of the entire Public Health Service to the Health 
Care Financing Administration. The outlines of this problemauc relation- 
ship were summarized well tor the Panel in a paper it conmussioned: 
The Medicaid program was begun and continues as an ottshoot of 
the welfare program. It was not accived primarily as a health 
program but as an income maintenance program to help the eligible 
poor to pay for the high costs of medical care. This reasomng was 
reflected in the location of Medicaid until 1977 in the welfare 
administration unit of DHEW [the Department of Health, Educa- 
tion and Welfare]. Medicaid shares with welfare the responsibihty 
for ^tablishing and terminating eligibility, for rooting out fraud and 
abuse and for administration through a set of reluctant partners, the 
States, many of which seek to minimize the number of eligibles and 
the scope of the program. The mechanisms of reimbursement have 
received much att,miion, and the effects of rapid rises m health care 
costs have fcK usjd attention on cost containment rather than health 

needs ^ 

Two important developments have taken place recently. The first 
was the development of the Early and Periodic Scrcemng, Diagnosis 
and Treatment (EPSDT) program, which attempted to «f« ">e 
Medicaid program in a more aggressive fashion to identifychildren 
in need of health services and to meet those needs. That this 
program has had a difficult history should not be suipnsmg grven 
The basic characteristics of the Medicaid program. The CHAP [Child 
Health Assurance Program] proposal would carry Medicaid much 
furthei^ toward becoming a program for improving the health of its 
beneficiaries and not just an income scheme for paying expenses 
already incurred. 

The second event was the transfer of Medicaid into a new ag««^ 
in early 1977, the Health Care Financing Adimmstration (HCFA). 
HCFA is attempting to orovidc a common administrative and pohcy 



ERIC 



382 



3S2 



framework for Medicaid and Medicare, ^ difficult task given the 
very different characteristics of the two programs. This intent is 
illustrated in the HCFA organization, which doe& not have a 
separate organizational unit fcfr Medicaid. -4^ 'ls reasonable ' to 
speculate that HCFA probably would administer any likel^ expan- 
sion of the F^eral health financing role. 

HCFA is often described as a health program, yet its nrufcjor 
components have an income protection orientation and administer 
payment^rocesses based on the current nature of the Health care 
system. These programs, by emphasizing payment for services 
already obtained and by following many of the patterns of private 
health insurance, have reinforced the characteristics of the existing 
health system with jts emphasis on hospitalization, specialized 
services, episodic care, and its disincentives for primary care, 
preventive services^ and continuity of care. The addition of the 
PSRO^s [Professional Standards Review Organizations] and other 
••quality assessment** progr^tins to^review the appropriateness of and 
necessity for care cannot overcome many of the basic incentive 
patterns created by the systems of reimbursement. 

EPSDT and CHAP seek to change those patterns for some aspects 
of child health services. However, many other programs, mostly in 
tKe Public Health Serv^^ ^PKS] , Have been attempting to expand 
the capacity for prin..*- i^ atc of pocz populations in underservcd 
areas. Other PHS prog- vms have created and supported innovative 
patterns of care inciudmg health maintenance organizations 
(HMO*s), nnidlevel practitioners, prevention and health promotion 
programs. Still other PHS programs support systems of information 
gathering and data generation, health planning, and resource 
development. 

Since the creation of iS/fedicaid, there has been difficulty in the 
coordination of its policy and operations "'with those of PHS. 
Examples of effective coordination can oc cited in specific cases, but 
much evidence indicates separate paths and philosophies as well as 
the usual degree of territoriality, | 

The actual and potential relationships among the program 
elements of HCFA and PHS justify the need for a much closer 
relationship. Oose cooperation will be required because of the 
prospect of CHAP and further developments in health financing 
programs that require inputs from health services oriented staff (e.g., 
the end*stage renal disease program): the growing need to improve 
and rnbnitor the eflfectivcncss of health services (through research, 
service innovations^ assessments" of efficacy, health planning, and 
health statistics), and the need to build local capacities for services 
(especially primary care for the poor and rural areas). The case for a 
closer relationship is especially strong in the area of maternal and 
child health, because of (i) EPSDT and CHAP; (2) the strong 
emphasis in PHS on primary care including disease prevention .and 
health promotion, which are especially large components of mater- 
nal and child health services; (3) the need to work with ether 
programs and public delivery systemk. such as schools and public 



health departments which do not ha» ^ the fcc-for-servxcc reimburse- 
ment orientation of HCFA; and (4) the need to couple the 
professional Itnowicdge, innovative capacities, and tha commitment 
to improved health of the PHS with the leverage of the large dollar 
flow through Medicaid (J). _ . . ■ j 

The Panel shares this assessment of the PHS-HCFA relauonsmp and 
therefore viewed the idea of moving EPSDT to MCHA as a piecemeal 
approach to a difficult problem. Instead, we considered a variety of ways 
to link the service orientation of PHS with the financing and management 
capacity of HCFA for the benefit of mothers and children in the 
immediate future and for the full population over the longer term. Given 
the possibility that any extension of the Federal health financing ro^e to 
increase health services for mothers and children would *"«*y^«^Jy 
HCFA, the Panel believes it is a matter of some urgency that HCFA and 
PHS be brought into a closer relationship. Thc^ creation of MCHA and 
other actions ouUined later in this chapter are steps in that direction, but 
arc not sufficient to solve the problem. And radical suggesuons such ^ 
transferring all of the community oriented activities of the PHS to HCFA 

are easily dismissed. .v-r^tr* r • 

What seems to be needed is some mechamsm to reone*»« A policies 
and procedures (especially Medicaid reimbursement poUcies) to a greater 
emphasis on the goals of health promotion and the provision of high 
quality and appropriate health services, along with efficient management 
of the biU-paying mechanism and cost containment. Current Medicaid 
legislation, for example, docs not require the reimbursement of many of 
the health services which the Panel has found central to protecung and 
promoung maternal and child health, such as immunizations, nutrition 
services, prevention oriented counseling, prenatal care provided Jocal 
public health departments and some hospitals, and many mental healtn 
services. ConscquenUy, many States have chosen not to reimburse such 
services. Moreover, because Medicaid reimbursement pobcies are tied to 
welfare cligibUity and because an individual's or family s ehgibihty for 
welfare may change often, the goal of providing continuous care is often 

circumvented. . , ^ i 

One way to encourage needed changes in HCFA is the Panel s proposal 
that the Congress establish a Board on Health Services Standards. As 
discussed in chapters 5 and 9, this body would advise third-party payers 
and other groups on the health services needed by mothers and cjiildren, 
on the circumstances under which many services are best provided and 
financed, and on the relationship of payment practices gcncr-Jly to the 
structure and functioning of the health system. A major audience for such 
guidance is, of course, HCFA. We have proposed that the Board's powers 
be advisory. We also recommend, however, that the Board be set up in 
such a way that pressures are created to encourage HCFA and other 
DubUc third-party payers in particular to attend carefuUy to the Board s 
Views. For eiample, we suggest that if HCFA chooses not to 
Board's advice regarding a particular service or set of services, HC.*- A De 
required to report to the Secretary of DHHS and to Congr*^ m a highly 
vSble way why it is rejecting the guidance. That is, the burden should be 
on HCFA to say why not, rather than oji the Board to say why. If, for 
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example, the Board reviews carefully the issue of home visiting — the 
content of such visits^ that levels of professionals that should conduct 
home visits, the various ways such visits should relate to existing provider 
arrangements, their costs and benefits- -and recommends that third-party 
payers finance home visiting under certain specific conditions, the burden 
would be on HCFA to follow such guidelines to the extent permitted by 
Medicaid law or, if it wishes to reject them, to defend its policies publicly* 
TTie Panel also believes that some structural changes within DHHS will 
be needed in the long run to focus HCFA's rple on running the eligibility 
and payment mechanisms with policy determination regarding health 
issues heavily influenced by individuals and structures where health 
concerns are paramount. Two possible strategies toward this end are to 
bring HCFA under the leadership of the Assistant Secretary for Healths or 
to make both PHS and HCFA responsiblja, to an Undersecretary for 
Health. The Panel does not feel it appropriate to press a specific approach 
to this problem. However, we strongly recommend that the Secretaiy of 
DHHS give serious a.nd prompt consideration to the possibihty of 
restructuring the HCFA.-PHS relationship in order to hnsure that the: 
orientation of HCFA emphasizes health promotion and high quaUty 
health services along with efJicent management and cost containment. In 
so recommending, we are awar^ that within the last couple of years, 
HCFA and PHS have worked hard to develop closer ties and more 
compatible {policies particularly in the child health area. We are supportive 
of the progress that has been made, but find that the fundamental 
structure and orientation of the two components remain disparate. If the 
PHS/HCFA relationship is left to continue as is, the Panel is deeply 
concerned that a national focus on disease prevention, health promotion, 
and primary care — for all citizens, not just mothers and children — will 
remain elusive- 

A NATIONAL COMMISSION ON FvIATERNAL 

ANO CHILO HEALTH 

A second major initiative proposed by the Panel to complement the 
establishment of MCHA is the creation in legislation of a National 
Commission on Maternal and Child Health to perform the following 
duties: 

• Recommend policy changes in Federal maternal and child health 
program", to improve their efTectiveness and to enhance coordina- 
tion among programs. 

• Report every 3 years (with brief annual updates) to Congress, the 
DHHS Secretary, the Assistant Secretary for Health, and the 
HCFA Administrator on the health status and unmet service 
needs of mothers and children, including attention to important 
trends, emerging needs, and possible preventive strategies. 

• Report periodically to Congress, the DHHS Secretary, the 
Assistant Secretary for Health, the HCFA Administrator, and 
other Federal agency directors, as appropriate, on Federal 
research and training activities affecting the quality and availabiii- 



ty of maternal and child health services, and on regulatory 
activities related to reducing environmental risks to the health of 

mothers and children. . , • 

• Conduct studies and issue reports to the public on health issues 
pertinent to children and pregnant women, as desired by the 

Commission. ^ i. 

• Serve as an advocate, particularly in Congress, for the health 

t needs of mothers and children. - i. u 

Further, to ensure that the new Title V requirements outlined by the 
Panel in Volume li are implemented with adequate advice and guidance, 
the legislation establishing the Commission should direct it to set up a 
subcommittee with special responsibilities relating to the Title V program. 
This subcommittee should be responsible for reviewing and approving the 
annual Federal plan for support of research, training, and demonstration 
projects under Title V. and making recommendations to the Director of 
BMCHS on policy matters relating to the general administration ot the 

Title V program. . ^ i 

The^ duties are interrelated and mutually reinforcing. For example, the 
Panel believes that the broad understanding' of maternal and child health 
tiiat the Commission will necessarily develop in producing its report every 
3 years will make the annual review and approval of selected Federal litle 
V plans a xTiore meaningful and useful exercise. \r - ^ 

The Pan, I recommends thut the Commission be composed of citizen 
members appointed by fhe Secretary of L>HHS for terms not to ^J^ceed 3 
years and in a manner that allows for approximately one-third of the 
membership to rotate annually The Commission should be chaired by 
one of its members, designated by the Secretary. ITie Commissioners 
should be drawn from a wide range of Jlelds pertinent to maternal and 
child health including but not limited to practitioners, admimstrators and 
planners, advocates and parents, researchers, and individuals from such 
areas as health education and social, services that are intertwined with so 
many maternal and child ' health pro-ams. No single profession or 
pers; »ective should dominate, and the group's composition should reflect 
the numerous aspects of maternal and child health covered by this report. 
The Panel would suggest four particular categories of membership for 
inclusion in the Comftiission. First, the Panel recommends that the 
'i^ommission include at least one present or former meinber of a State 
Maternal and Child Health Council (see chapter 10) to help ensure that 
the group is aware of the great range of progress, opportunities, and 
problems that exist ar the State and locaL level. Second, to increase the 
likelihood of a productive relationship between the Comirussion and the 
Congress, the PaTiei reco-yimends that die chairman of ^^'^j^ , f/' 
committees of Congress t asked to suggest to die Secretary of C^HS the 
names of two or three individuals to serve on the Commission, Third, the 
Panel recommends that the secretaries of the Departments of Agriculture^ 
Transportation, Housing and Urban DevelopmenU Education, and 
Defense be invited to name formal observers to the Commission. 
Additional representatives from other departments and agencies, or froni 
any State or local program or outside group should, of course, be ii^vited 
to jo'n the Commission discussions when appropriate. And finally, the 
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Panel recommends that an ex offlcia slot on the Commission be 
established for the individual or office head ^designated by the DHHS 
Secretary as the Secretary's principal agent for ensuring interdepartmental 
coordination for maternal and child health. <See next section.) Similarly, 
the Administrators of MCHA, HCFA, and the Office of Human 
Development Services (OHDS) should be actively involved in the 
deliberations of the Commission. 

The Secretary should place the Commission within MCHA and ensure 
th U it is provided with adequate staff and financial support. Staff should 
be selected by the Commission chairman to help provide independence. 

The Panel recognizes that Washington abounds with commissions and ^ 
advisory groups, and thafceven those that begin their life with a clear sense 
of mission and commitment may over time become unimaginative bodies 
dulled by routine. The Panel believes that althou^ the duties and 
membership of the Conrmiission it has outlined lessen the prosj>ect of such 
decline, it may be prudent to set the Conrmiission up for a finite period of 
perhaps 6 years only (thereby allowing two full cycles of members). At 
that point. Congress and the DHHS Secretary could assess the merits of 
continuing the life of the Commission. 



A COORJDINATING FUNCTION AT THE LEVEL 

OF THE SECRETARY 

The Panel recognizes that the authority of the Secretary of DHHS is 
one of the most powerful tools available to push for the kind of program 
coordination needed for MCH services. As head of the department, the 
Secretaiy and his or her agents can be uniquely effective in encouraging 
even- the most reluctant agencies to work together. The Paiiel would 
therefore urge that the Secretary designate a person to serve as the 
principal agent of the Secretary in ensuring that the health needs of 
mothers and children are addressed effectively and efUciently by the many 
components of DHHS. Toward this broad objective^ and in cooperation 
'with PHS^ HCFA, and OHDS especially, tins individual should undertake 
such tasks as: . . 

m Encouraging formal interagency agreements on specific issues 

m Convening of interagency task forces under the auspices of the 

Office of the Secretary to work on specific problems 
m Helping to ensure that the formal review and comment function 

assigned to ^^CHA occurs routinely 
•-Serving as an ex officio member of the National Conmiission on 

Maternal and Child Health 
• Assisting MCHA develop its p>osit7i^n as the lead agency for 
maternal and child health by including it in appropriate decisions 
and discussions at the Secretary's level, and facilitating discus- 
sions between MCHA and other agencies and departments as 
needed 

It is the Papers view that-such assistance and leadership from the Office 
of the Secretary would complement MCHA and the Conmiission, and that 
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in the aggregate all three components hold the promise of meaningful, 
tangible progress within DHHS to benefit mothers and children. 

JOINT HEARINGS 

The Panel believes that the Congress also has a special role to play in 
helping to coordinate maternal and child health programs both mter- and 
intradepartmentally. It is widely recognized that one of the reasons 
programs may not complement one another adeqxiately— even those 
adrmnistered within the same department— is that each may be under the 
jurisdiction of a different Congressional committee, which m turn 
typically implies different program orientations, constituencies, pnonUes, 
and so forth. For example, two of the most important programs for 
mothers and chUdren within DHHS, Title X and Medicaid, are under the 
jurisdiction of two different committees of the Senate— Labor and Human 
Resources, and Finance, respectively. Furthermore, we find that the 
fragmentation caused by such different jurisdictions is compounded when 
programs are also administered in different departments. For example, the 
WIC prograii: and the PHS programs are not only under the jurisdiction 
of separate committees, but also administered in different departments. 

i^Jthough a long-term goal for bringing such programs into closer 
alignment might be a reorganizing of congressional jurisdictions with 
reS-d to maternal and child health programs, we find such a suggestion 
p^itically untenable at present. As a more feasible and practical goal, we 
instead recommend that within hath the House and the Senate joint 
oversight hearings be convened periodically by the committees having 
responsibility for different materiial and child health related programs in 
order to assess the adequacy of the various programs* coordination and 
complementarity. We place particular emphasis on hearmgs regarding the 
coordination among maternal and child health programs administered by 
different departments. For example, to assess the relationship l^c^een the 
WIC program within USDA and the various health service afctiyiUes of 
the Public Health Service, joint oversight hearings should be held on the 
Senate side by the Agriculture Committee and the Committee on Labor 
and Human Resources; on the House side, the appropriate committees 
are the Committee on Education and Labor and the House Interstate and 
Foreign Commerce Committee. 

Other possible topics for joint hearings include: 

• The extent to which community mental health centers supported 
by DHHS (NIMH specifically) meet the mental health needs of 
handicapped children served through the P.L. 94-^2 program of 
the Department of Education ^ , t-. * 

• The relationshfp between DHHS efforts and those of the Depart- 
ment of Housing and Urban Developmei^t to-mimmize risks of 
lead-based paint poisoning to children sp>ecirically and more 
generally to promote safe housing 

• The relationship between automobile accident prevention pro- 
grams within the Department of Transportation and parallel 
interests within DHHS 
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THE ROLE OF THE REGIONAL OFFICES 

As- an arm of the Federal Government, the regional offices of DHHS 
have a unique potential for easing many of the problems of program 
coordination described above. However, the Panel did not give extensive 
attention to the role and functions of the regional offices, primarily 
because many of the concerns that have been raised over the years about 
the performance of the regional offices are not specific to ^maternal and 
child health but instead center on a more general problem — namely, that 
the authority of the regional offices has long been unclear because they 
are caught between Washington and the Sta\es. Regional staff are often 
forced to cope with program inconsistencies, rigidities, poorly conceived 
objectives, and changing directives from headquarters. They are subjected 
to criticism from both sides as they are called upon to correct the 
ambiguities and imperfections of Federal programs. Although the Panel 
offers no comprehensive plan to improve the regional offices, part of the 
success of our proposal to expand and strengthen the Title V program and 
to increase-the availability of a set of minimum, basic services will depend 
on the ability of the regional offices to provide expert advice, consultation, 
and guidance to the States in discharging their increased responsibilities. 
Moreover, the regional offices will need to assist the Federal Government 
in monitoring the adequacy of State performance in many diverse areas, 
including statewide planning, quality assurance of mat^^mal and child 
health services, and compliance with whatever service standards MCHA 
establishes with regard to the minimum, basic services especially. To 
incr^se the capability of the regional ofTices to discharge their^ responsi- 
bilities under the proposed mandate of MCHA, as well as to improve their 
relationship to existing programs, the Panel recommmends that: 

(1) The regional maternal and child health staff should be adequate 
in number, training, and experience to carry out assigned 
responsibilities, particularly in helping the States assume a 
stronger role in improving maternal and child health. The 
regional office staff should include qualified individuals (prefera- 
bly with State or local experience) in such fields as medicine, 
nursing, social work, nutrition, dentistry, and epidemiology- 
statistics. The regional offices should also retain adequate staff 
skilled in the fields of planning, management, and related 
.administrative functions to assist the States. 

(2) Expertise in other disciplines such as speech and hearing, 
physical or occupational therapy and "health education should be 
available either from the central office or staff assigned to cover 
two or more regions. 

(3) Regional staff should be permitted to work full-time with their 
assigned States to improve and extend health services for 
mothers and children. To do^so, staff should be both advocates 
of the States to the Federal Government (through such activities 
as representing the State perspective in various Federal forums; 
making States aware of available grant funds, and helping them 
to obtain them; advising States regarding allowable fiexibility in 
interpreting regulations in order to expand and enhance services; 
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and interpreting Federal guidelines and policies to the States) 
and "prodders" of the Stales (by such activities as program 
development, providing, program models from other areas, and 
developing improved capacities for evaluation, plannmg, staff 
training, and constituency building). 
(4) Regional staft should not only give attention to programs withm 
MCHA, but also to other DHHS-funded programs which have 
maternal and child health service components such as Medicaid; 
the major grant programs of HSA, such as ihe Community 
- Health Centers; the grant programs of HCFA; and 'programs 
such as WIC and P.L. 94-142, which are funded- by departments 
other than DHHS but bear directly on maternal and child 

health. . » . i «- 

Achieving this maternal and child health focus in the regional ofTices 
might be facilitated by there being a designated maternal and child health 
representative in these offices. 
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SECTION V 

MANPOWER AND 
RESEARCH 

' CHAPTER 12 

wfiEALTH PROFESSIONALS 



Because several other groups have completed or are developing major 
reports on manpower issues relevant to maternal and child health policy, 
the Pan^i chose not to perform a comprehensive manpower analysis of our 
own 2). Nonetheless, we recognize that the views and recommenda- 
tion/ presented in other sections of this report contain major policy 
imj^lications regarding the training and deployment of professionals' in 
/ ^maternal and child health. As we see it, these include: 

• The changing proHle of primary care for mothers and children, 
with its emphasis on health promotion and disease prevention 
activities, requires new components in the training of all primary 
care providers. 

• Meeting the health needs of pregnant women, children, and 
adolescents in an adequate fashion will increasingly require a 
team approach to the delivery of primary care, and exposure to 
team modes of practice must therefore become an integral part of 
the training of primary health care professionals. 

• The anticipated increase in the overall supply of primary health 
care providers in the coining decade makes possible, but does not 
by itself assure, better access to health care for those most in need. 
Improved distribution of services v^dll depend, among other things, 
on alterations in the deployment of National Health Service Corps 
personnel and on creative use of providers with differing levels of 
training and expertise. ' ' - 

• Training of maternal and child health personnel involved in 
program administration and pohcymaking at the Federal, State or 
local level must be modified to equip such professionals with the 
broad range of ^skills required for management roles in complex, 
interrelated service systems (public health, private medical prac- 
tice, social services, education, etc.). ^ ' 

In the discussion that follows, we have focused primarily on the 
"frontline" provider* of health care for mothers and children — physicians, 
nurses, midlevel pracdtioners, and dentists. In so doing, we in no way wish 
to suggest that these are the only professionals who are significant for 
maternal and child health. Indeed, as we have repeatedly stressed 
throughout this report, adequate health care for mothers and children now 
requires the skills and expertise of many other professionals in addition to 
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traditional medical pei ^sonnel. Teachers,-*nutritioni§ts, psychologists, social 
workers—these are bsit a few of the groups with significant contributions 
to make in matemai and child health care. We limit our focus in this 
chapter ordy because of the restrictions on our time and staff resources 
and because other bodies are in the process of addressing manpower - 
issues in greater depth. 

" r 

THE CHANGING PROFILE OF CARE: 
TRAINING IMPLICATIONS 

As discussed earlier in this report, the- profile of matemai and child 
health needs has changed significantly over the coiu^e of the last few 
decades, a development that requires a concommitant change m Oie 
training of primary care providers and the way in which they practice. The 
growing importance of psychosocial factors in health care, and our 
increasing emphasis on health promotion and disease prevention activities 
in the delivery of health services, must be reflected in the training of health 
care providers, especially those providing primary care services. This 

means that: ' „ . , t_ i ^ 

• Training programs for such health professionals must be enlarged 
in scope so that these individuals not only acquire skill in coping 
with disease processes but also gain a firm foundation in human 
growth and development,, and imderstanding of the influences of 
genetic, familial, "environmental, and social factors on the health 
status of children and mothers. ^ 

• The importance of nutrition, <ioimseling, prevention of dise^e, 
and education for health-promoting behavior should become 
firmly established components of training and practice, and 
should be reflected in requirements for entry, into the health 

' professions and for continuing education. 

There are encouraging signs that the health professions are movmg in 
the right direction. The training and prc^ctice of niirses engaged m 
maternal and child health care have long emphasized precisely those 
concerns the Panel sees as central. The American Nurses' Associatipn is 
currently offering certification examinations in the primary care special- 
ties which serve as a credentialing ihechanism^analogous to the medical 
boards for physicians. The National Association of Pediatric Nurse 
PractiUoners and Nurse Associates also" offers certifying examinations, 
and it is worth noting that the training of I'.ese midlevel practitioners 
offers an excellent integration of medical ^kiUs with psychosocial and 
public health aspects of care. ^ . • 

At the pnysician level, the recent report of the Task Force on Pediatric 
Education stressed that medical education for primary care physicians 
should emphasize human growth and development and the biosocial 
aspects of pediatrics and adolescent medicine (2), a recommendation with 
which the Panel concurs. In fact, a similar emphasis is needed m the 
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training of all primary care physicians who see substantial numbers of 
pregna|tt womfen, mothers^ and children. ^ThiS includes obstetricig^ns- 
gynecologists, general practitioners, family, practition'&rs, ^nd internists. 

The Panel is aware of the magnitude of the difilculty in eflfecting change 
within professional education programs. One of the major problems is that: 
medical education remains for the greater part oriented to acute illness 
and' hospital care. In the hospi tal setting, c:are of the more serious diseases 
of mothers and children is taught, and it h^s been very easy to assume that 
disorders not requiring hospitalization are simple and can be handled 
using the same knowledge gained by caring for hospital .patients. As a- 
result, physicians leam a great deal about diseases they may never see 
again or will refer to specialists after initial case recognition. 

Similarly, in most teaching centers, inpatient care responsibilities are 
heavy and mjist be met even as changes are being- made to provide more 
training experience in ambulatory care. This is far from easy, since 
teaching hospitals typically depend upon physicians in training to provide 
cfirect inpatient services. Further, a number of comniunity settings that 
would^Tnake excellent training sites — such as mental health centers, public 
health clinics, school health units, comprehensive care centers, and the 
like — lack the financial resources "to support "either trainee or teacher. 
Indeed, medical schools have a difficult time financing ambulatory care 
training experiences in general because outpatient services are so poorly 
reimbursed compared with inpatient care, 

3n recognition of the need for a shift in the emphasis of pediatric 
training and research, the Robert Wood Johnson Foundation and W.T, 
Grant Foundation are supporting academic development programs in 
general pediatrics at a limited number of medical srhools (3). The Health 
Resources Administration also has had a grant program in operation for a 
number of years to fund general pediatrics and internal medicine training 
programs. Such programs are intended to improve teaching and research 
in emerging areas of general pediatrics and to-encourage development of 
innovative approaches to financing, as discussed in <.:hapter 9. If they 
prove successful, their major elements could be generalized to other child 
health care training programs. 



Team Practice in Primary Care 

It is obviously unrealistic to expect that physicians, nurses, and midlevel 
practitioners master in depth all the fields of knowledge that bear upon 
the physical and mental health of children and pregnant women. It is also 
unwise, ''in our vieW, to encourage practice patterns that isolate primary • 
care physicians from other personnel "^hose expertise complements their 
own. Therefore^ the Panel believes that many of the coniplex health needs 
of pregnant women and children are especially well met through the use of 
team approaches to cafe involving substantial collaboration among 
various types of health professionals and strong links-U^- healCi-related 
support services. Teamwork in delivering health services to^this population 
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<Lii have various fc^ms, each suited to difTerent situations. To encourage 

'^^'^T4^lt[Toonoe^X .hould be HnrUy established in training, and 
supp6rteii..in practice by organizational and financing arrange- 



Joint draining experiences should be Resigned f^^^^^^^^"^. S^^^^Jfj 
of health professionals to encourage increased understanding and 
respect among the^various j>rofessions for ^^^^ , "^^3"%.*:°'^"^^- 
tions diflFerent disciphnes can make to maternal and child health 

The concept of a teani approach to primary, care does not- dictate 
adoption of any one organizational arrangement. Team care can ^e 
provided in an organized setting such as a coir prehensiye. care center, 
wMch brings together a number of professionals from different disciplines 
or by a solo practitioner and nurse utilizing referral and "Station 
H^aces with a Vide range of other service prbviders. What is important s 
i^t fhe concepT of team care be firmly instilled in health professionals 
during theTr training, and that organizational and financing arrangements 
support such an approach in practice. Jf, , -^^^^ ^^^^ 

The Panel noted that there is already a trend arngt^g pediatricians away 
froni solo practice ar.d toward work in g^P^ 1^78 survey by he 
African Academy of Pediatrics (AA^rSowed more than half (56 
peTcem) of practicing pediatricians^^efTin group practice, compared with 
§S percent L solo practice (4). While this trend may stem largely from a 
desfre to share overhead expenses .and coverage responsibilities, group 
practice does encourage consultation and cooperation among health 
professionals Further, it appears that tiie. irend toward group practice is 
trcontin^'e and that^it will increasingly inclod^ emp^yment of 
^dlcve^ professionals sufch as pediatric nurse practitioners. Wlien ask^^d 
identify the "ideal" practice pattern for the future, a plurahty of 

ped^tricf^ns now in practice (43 pVent) and a -^J-^^y ^^^nfaTwilS 
academic medicine (55 percent) selected a group of pediatricians, all with 
areas^f special interest, working in cooperation with pediatric nurse 
;ractit?one?s. This model, the AAP survey noted, f ?f,t^J^.t"(i'^ ^be 
less than 5 percent of those now in practice currently follow it (4). TTie 
pinel endorses both this model of group practice and the ciose 
TooperatTon of practicing pediatricians with colleagues in teaching cemers^ 
. We^believe such patterns improve the quality of care and should be 
' encouraeed.for otherprimary care physicians as well. 
' Unfortun^ primary care physicians, nurses, midlevel practitioners, 
and others ty^^^^ n^t receive major combined training experience, a 

fack^hat un^^estio'^iably affects their wiUingne^s^d f ^^J^y ^^3^^;!;;^^ 
each other effectively in practice later^n. For example the AAP survey 
found a pronounced coVf elation between a ^diatncian's experience 
i^^xJUlth a nurse practitioner and his or her endorsement of the value 
of s^lf^leVeUpersonneL Familiarity, in this instance, breeds r^ct 
Jhe survS' founc:^The-Panel beheves greater, efforts must be ^f^^^o 
ensure7hat exposure to team pfactice^:mqdes becomes an integral part of, 
t^rtraining of^ril health professionals involved in the delivery of primary 
care to mothers and children. 
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SUPPLY AND OISTRIBUTION OF PRIMARY 
- HEALTH CARE jPROVIDERS 

BecaiJse the child population is expected to increase relalively little over 
the next 10 years, while the, supply of health care providers \yill grow 
significantly, the major manpower challenges in maternal and child health 
-are not simply numerical ia nature. Rather, the Nation must strive to 
produce the right mix of health care providers, ensure they are trained to 
cope with the real^problems of mothers and children and see to it that they 
are distributed In a manner that assures access to appropriate health care 
for. all our citizens. 

Supply Projections 

^In recent years a number of individuals, agencies, and expert commis- 
sions have attempted to assess how many practitioners ,are required to 
meet matemal and child health care needs* Unfortunately, none of these 
manpower studies* has included a thorough analysis of matemal and child 
health needs, even though such an analysis is essenti^Jt- for reaching logical 
decisions about the appropriate number ind mix of child health care 
practitiojners. The Panel views with considerable skepticism the assertion 
by some that there will be "too many'' child health care providers by 1990 
or 2000, given the variables involved in supply projections and the extent 
of unmet health care needs. It is unquestionably true that the supply of 
primary care physicians will increase substantially in coming decades, and 
also likely that the supply of midlevel practitioners such a? certified nurse 
midwives and nurSe practitioners will grow, but the effects of this 
manf ^iver increase remain to be seen. 

Whrft are the projections? After years of decline, the supply of primary 
care physicians is now increasing, and doing sq^ at a pace that outstrips 
population growth. In 1978, for e^tample, there was 6ne general pediatri- 
cian per 9,200 persons. By 1990, there will be one per 6,500 population (/). 
Similar trends are evident for general and family practitioners, internists, 
and obstetrician-gynecologists, the other principal providers of primary 
care to mothers and children. 

In overa^ numbers, the Graduate Medical Education National Adviso- 
ry Committee (GMENAC) projects the following physician increases 
between 1978 and 19^0: general pediatrics, fr6m 23,800 to 37,750, up 59 
percent; general family pracjDfi^, from 54,350 to 64,400, up 18 percent; 
general internal niedicine, from 48,950 to 73,800, up 5 1 percent; and 
obstetrics-gynecology, from 23,100 to 34,450, up 49 percent (7). 

Although the 1980 GMENAC report concluded there will be an overall 
physician surplus of 70,000 by 1990 and of 145,000 by the year 2000, little 
of the projected excess will come in primary care. Indeed, the supply of 
primary care physicians will be very near to the estimated need if 
-GMENAC projections are correct. This distinction may not always be 
made by policymakers, but it is an important one. The Panel therefore 
recommends that any pressures to cut back support for the training of 
matemal and dhild health prafessionals.be resided. ' 
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The Panel's recommendation in this regard applies not only to ^xyv^ry 
--care ohysicians but also ''to nurse practitioners and similar midlevel 
professionals serving mothers and children. GMENAC estimates vhat the 
supply of such practitioners wilt double from approximately 20,000 to 

40,000, between 1978 and 1990. ^ . „ v - ■ 

There has been great interest in whetjier the use of midlevel practition- 
ers can increase physician productivity ,\reduce overall costs of care, and 
improve quality and appropriateness of care. None of these questions has 
.'^een easy to answer because the impact of a midlevel practitioner depends 
heavily upon how the individual is used by the institution or physician 
with whom he or she is associated. The practitioner may be used to speed 
the flow of patients; to provide services not previously offered, or to allow 
the physician to spend more time with patients requiring his or her special 

In "general, use of nurse practitioners tends to increase access and 
quaHty of care, but may not signiticantly reduce health care costs m the 
short term However, midlevel practitiqners cost far less to train than 
physicians and receive lower incomes. The Congressional Budget Office 
has Concluded that midlevel practitioners can improve the cost eOectrve- 
' ^ ness of medical practice precisely for this t^pason (5). . 

The Panel believes midlevel practitioners have an important contribu- 
tion to make in the team approach to maternal and child health care 
which we advocate strongly. Their skills in commumcation, in case 
man^eement, in health promotion, and in preventive care offer major 
benefits to mothers and children. Wc therefore urge that training and use 
of midlevel practitioners be supported and expanded. Steps toward this 
end include continuing sup^rt of training programs for such personnel, 
encouragement of team training 'with physicians, incentives for public 
oroeram^s and private practitioners to hire these health professionals, and 
The development of organized practice settings which allow appropriate 
modes of team practice to flourish. In some States, changes in the law w^U 
. be required' to enable midlevel practitioners to participate fully in the 
delivery of primary care in organized practice settings. 

The erowth in numbers of midlevel practitioners, while sigmficant, 
should not be allowed to obscure the fact that there are far more registered 

ntMrse^RN's) in practice than there are newer P^^^^^ssip^^l^* :^V'5n^ ^111:^^ 
the>?^erican Nurses' .Association, there are an estimated l,027,307^rses 
in prariice^in the United States in 1980, or approxi^iately 472iHirses,per 
"-^lGQ,000^opulation <5). Although thefe are no humenpd estimates 
available, a substantial " proportion of these nurses are engaged in 
nrovidine health care to pregnant women, mothers, and children ot all., 
ages^in hospitals, eHrrtesTTiealth departments, comprehensive care 
centers, schools, physicians' .offices, and other settings. Indeed, nui;ses 
have traditionally- played an extremely important role m maternal and 
child health. Experience has shovy^n they are especially valuable m 
providing preventive care, health promotion and education, assessments^ 
and counseling services. Because such services ai:e central to the health 
care needs of mothers and children, and i>ecause nurses remain an 
important part of the primary care team, the Panel shares the concerns of 
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otbcr groups about the current and anticipated shortage in the numbers of 
RN*s actively employed in nursing. 

The availability of adequate dental manpower is also of concern* As in 
the case of physicians, the supply of dentists has been increasing rapidly in 
recent years and will continue to do so in the decade ahead. In 1979, there 
were approximately 123,500 active dentists in the United States, a to tat 
that is expected to grow to 1 56,290 by 1990 (7). 

While average dentist-tc-population ratios are increasing fairly rapidly, 
a number of population groups and geographic areas remain underserved. 
Thtts, while there are 56 dentists per 100,000 population nationwide, the 
average drops to 26 per 100,000 in counties where the principal city has a 
population of 4ess than 5,000 (8)* Children in such areas, and low-income 
and minority children, continue to suffer from inadequate access to and 
use of dental services. There is also a major problem of inadequate access 
■^to dental auxiliaries for preventive services. 

Improved Distribution 

Despite the increases of recent years in the supply of primary health 
care professionals serving mothers and children, rural commtmities and 
central cities remain underserved, as do certain populatiotn groups such as 
low-income families and minorities* The Nation has employed three 
strategies to increase the availability and accessibility'' of primary care for 
these areas and groups: ' 

m Training^ incentives t<b increase the number of new physicians 

entering family practice 
*• Deployment of National Health Service Corps personnel to 

underserved areas 
• Use of nurse practitioners and other midlevel practitioners in 

underserved areas^ with remote physician backup and supervision 
Each of these strategies has already met with some measure of success and 
iMLch shows continuing promise. 

Th e i ncrease in the n u mbe rs of family practitioners, for example, is 
helping to bring primary care physicians to communities that are too small 
to ^pport practices of even such broadly oriented specialists as 
pedfatricians and obstetrician-gynecologists. More than half of all recent 
fami^ practice graduates have settled in towns of less than 25,000 
population. In fact, nearly one-third of recent family practice graduates 
have located in areas that are more than 25 miles away from a medium- 
sized city (9). This is in contrast to pediatricians^ approximately 90 percent 
of whom are in urb^ and suburb%m areas, according to the 1978 survey of 
the American Academy of Pediatrics. Since, according to 1970 Census 
data, almost 20 percent of children Uve in rural areas, it is evident that 
family and general practitioners will remain a major source of primary 
caye for children and their families m those areas (70). 

The deployment of National Health Service Corp^ (NHSC) personnel 
to underserved rural and central city areas is also increasing. At present, a 
total of 2,060 physicians, dentists, nurse practitioners, physician^s assis- 
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tants and other health personnel are in the field, a majority «f ^^hom ar« 

oroarams However, the potential contribution to maternal and ch Id 
Teaffh-^care by NHSC A -1 ,!^^^frernt'Tha\ S^atl's 

fe?mTuTs?\he'%errll'rove™S;n? rlaso^able costs, including 

Z°c/Znt o/^es^ professionals to all kinds of comprehensive prunary 
car^Ten terTin underserved areas, including those sponsored by local and 
TtZe health departments, without reqviring reimbursement to the federal 
Jovcr^ment ofcosTs associated with their deployment. Such P^«™^" 
iZuZ^el^e to expand services and not to replace existmg care from local 

'"'"J^^'thl' NHSC changes from a small volunteer program to a mucn 
exoanded scholarship pTogram with a service requirement, issues mvolved 
tn^sir* designation Tnd placement of personnel becoine more complex 
SuDDort for Comr personnel is crucial, both during trammg and when m 
orS xiie P^el considers it essential that state or ^^S-""^' 'y^'"Z^I 
^eve oped to provide clinical and managerial support relevant to material 



^"1 tl^l'a^foaXto improving the supply and ac—Uy of P^ 
care oroviders in underserved areas involves the use of nurse Practitioners 
Tnd ^other^ midlevel professionals: Various ^studies -gSe^^/^^^ ^/^^ 
nractitioners with adequate physician backup, provide primary care 
L^TcesTf hi^r q^^^ improve access to care for many families 

- TspecTaV resfden^^ of^ommun^ties with relatively Phy™ 
comprehensive care settings, in schools. , ^^^y, " 3^^^^^^^ 

eUe^vhere nurse practitioners can provide valuable and cost- ett ecu ve 



innovative ways. 



PUBLIC HEALTH ADMINISTRATION 
ANO MANAGEMENT 

Those who ioin the public health professions in the 1980's, whether to 
de^ver se^icei directly or to plan and administer service programs at the 
focLT sta^ and Federal levels, will face more complex orgamzatio.iaU 
fiscal', and poUtlcal challenges than ever before. Program n^anagers and 
oth'-r key administrators and policymakers must be able to jvork 
effectively within and across bureaucracies, with elected officials at all 
feTet and wUh members of the medical profession and a variety of 
interest groups. 



O 402 

ERIC 



To a large extent, the ability of maternal and child health programs lo 
compe^te at ail levels for scarce resources will depend upon the compe- 
tence, commitment and training of a relatively small cadre of profession- 
als whose careers are devoted to the improvement of service systems for 
mothers and children. Indeed, the success of the programs themselves may 
turn upon the quality of their administration and management. A recent 
study of the Early and Periodic Screening, Diagnosis, and Treatment 
(EPSDT) program, for example, found it had the greatest impact in States 
with a core group of committed officials working energetically to advance 
the cause in the State legislature and in local communities (11). Such 
officials provided a resource base and an infrastructure which were critical 
to program success. 

Maternal and child health program managers, policymakers, and 
administrators work in a variety of settin,^s. Some demand medical 
training and entail heavy direct or indirect patient care responsibilities; 
others do not. Examples of some job opportunities in maternal and child 
health include Crippled Children's programs, centers for handicapped 
children. Improved Pregnancy Outcome projects, local and State govern- 
ment maternal and child health programs, faculty positions in university 
schools of public health or schools of medicine^ newborn services or 
regional i>erinata.l centers in hospitals, and college health or adolescent 
health service programs ( /2), 

It is the Panel's impression that few if any university graduate programs 
do an adequate job of combining medical and public health training with 
each other, or with training in public policy skills. Yet it is precisely this 
mLx of expertise that is often most needed by maternal and child health 
program managers and administrators. The Panel recommends that 
training in selected public health disciplines be combined with training in 
public policy and public administration to equip students With the broad 
range of skills required for successful management of complex and 
interrelated service systems — public health, social services, education, and 
others. 

The content of the training received by maternal and child health 
professionals also needs to be updated to reflect the significance of such 
factors as changes in the American family structure, the impact of 
environmental and behavioral factors on health, new techniques for 
reducing infant mortality and morbidity and the incidence of low birth 
weight, the special needs of minority groups, cultural aspects of health 
. care provision, and the changing structure of primary care delivery 
systems. In addition, efforts need to be made to encourage closer 
collaboration between the public health and private care sectors, and 
' between preventive and therapeutic health services. We must bridge the 
chasm separating maternal and child health as a public health responsibil- 
ity from pediatrics and obstetrics as private, medically ori-^nted profes- 
sions. 

Finally, the Panel believes that university faculty involved in traiiiing 
public health professionals need to know more about programs currently 
in operation or planned so they can prepare students for career 
opportunities and service requirements that actually exist, or are likely to 
in the^-near future- Equally impK>rtant, public health policymakers and 
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oroeram managers need to know what manpower is available^ and with 
wh^ e^I^rUsef to staff existing and proposed programs Thus closer 
™iuSLtion and collaboration are needed between the educators who 
^ruaining public health professionals and the program planners and 
administrators who wiU ultimately employ them. 
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CHAPTER 13 

RESEARCH AND DATA IVEEDS 



Other chapters of this report contain numerous suggestions for needed 
research* Some call attention to specific topics in need of exploration; 
others simply urge continued research in a broad area. Both the constancy 
and the repetition of this research theme reflect a strong consensiis within 
the Panel that the search for ne^ knowledge and its use to ease 
burdensome prc^>lem$ are amon^ the most promising and effective means 
the Nation can employ in its efforts to protect and advance the health of 
mothers and children. ^ . 

The Panel's commitment to research is as strong as its advocacy of 
improvements in the organization and financing of services, in the 
physical and social environment, and in the management structures that 
administer health services for mothers and children. These strategies are 
complementary and mutually reinforcing; a wise and balanced approach 
to promoting the health of mothers and children must include new 
commitments and directions in all of these areas. Further, there is a 
growing need for the strategies to be integrated. For example, new forms 
of organizing the health system must include research components to 
evaluate results of the changes; and fundamental research lea<&ng to new 
life-saving techniques must be accompanied by adjustments in personnel 
training and financing systems so that the techniques are used appropri- 
ately. 

The Paners advoca.cy of research is based on two major perspectives: 
an appreciation of the demonstrated contributions of research to improv- 
ing health, and a simultaneous recognition of how much remains, to be 
understood — about the basic processes of life, health and disease, human 
behavior, and social organisiation. 

Without question, the record of research in helping to alleviate human 
illness and suffering is remarkable. Mothers and children as a group have 
benefited enormously from such advances as new techniques of prenatal 
diagnosis, newborn screening, and neonatal therapy that can ease the 
.burden of some genetic and congenital disorders; the development of 
immunizations for a variety, of viral and other infectious diseases; and 
deepened understanding of reproductive biology leadinjg to the develop- 
ment of contraceptives ' and improved treatment of infertility, both of 
which increase the possibility of voluntary fertility regulation. Mothers 
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and children have also shared in benefits enjoyed by the full population 

from --^f S;„, of antibiotics and other drugs for the control or 

cure of many bacterial and parasitic diseases 

. ta^rovfr^Sfts in surgery ^and ^f?*«i°'°Sy if^ 

effective sursdcal treatment of a wide range of disorders such as 
^ngemt^ anomalies, many forms of neoplastic growth, valvular 
heart disease, and skeletal disorders . , ^ . j- 

. ^^abiU^to eUminate many gross nutritional deficiency diseases 
; 4ie de^k,pment of effective noninvasive diagnostic procedures 
such as ultrasound imaging and radionucUde techniques 
Reseich in recent decades has also increased our ^^^^"^^^^ 
notent influence that social, behavioral, and environmental factors exert 
humC^h^ltl^informition which in turn has influenced- various 
CfstituSTns a^ practices. For example, as knowledge has S™*f^«|ff^- 
Sg ie deleterio^ effects of certain chemicals and <=°'"P°^^ °° ^f^^*^ 
Sire has been an increase in regulatory acuvij^ to hr«t or ^^"^^"^^ 
use of many substances in agriculture, industry, arid other sectors. <-m a 
SSeVe^ level, our increased understanding of die importance of parent- 
flt . W,r,din4 has been reflected in gradual changes in hospital maternity 
^ctict^"o "flow n^Sorn infants a?d their parents to spend more time 

'°Cr' apprecil^or o^^^^ and their influence on health 

pr^motio^*^ and dTsease prevention is matched, however bJ^I" ^^^y 
^werful recognition '^J^^^^^^ ::Z^^^.^^^T'^^r I^t/^i^^i 
:ra'K"and%^cSns «re°JcWv^ce. w^ can cite another un^own^ 

other handicappmgc^^^^ r thftreatment of mental illness but 

wh.7h ^arrpS-Sly «n^.^af r«nl^^^^^ full range of health 

and disease states in infants and children. 

THE RESEARCH BASE FOR PROMOTir4G HEALTH 
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population. Progress in this realm of science has been quite extraordinary 
and the need for continued advances remains pressing. 

Recent decades have seen the development of an increasingly sophisti- 
cated understanding of the many factors related to health and disease, and 
of a 'changing profile of the burden of illness — as illustrated by the 
prominent position occupied by such problems as accidents^ mental 
illness^ and chronic diseeises — which is enormously challenging to our 
ability to achieve effective disease prevention and treatment. Individual 
behavior is now recognized more widely than ever as an important 
determinant of health. An illustration of this point from the domain of 
maternal and child health is our growing recognition of the harmful effects 
on fetal growth and development of maternal smoking and alcohol 
consumption. There is siJso increasing appreciation of the impact on 
health of changes in the physical and chemical characteristics of the 
human environment. The effects of these factors and changes are 
profound^ some are probably as yet unrecognized^ and most of the long- 
term consequences are poorly understood, particularly for children, who 
are so vulnerable to their environments both biologically and emotionally. 
Finally, we have come to realize with new clarity that Uie organi2:ation of 
health care services — their cost, accessibility, continuity, and efficiency — 
exerts a major influence on health status. Health care services mean little 
if they do not reach those who need them, or are not organized or 
delivered appropriately. 

This broadened perspective has far-reaching consequences for research* 
It means, among other things, that a wide array of scientific disciplines, 
-pursued at both the fundamental and applied levels, must be employed in 
our efforts to improve health — ►biomedical, behavioral, and social re- 
search, the population-based health sciences, health services research, and 
related disciplines. We now recognize, for example, that it is not enough to 
conduct research leading to the production of a new vaccine. We must 
also understand how best to organize the health system to ensure that 
vaccines are distributed appropriately, and why it is that some children do 
not obtain them despite the proven effectiveness of immunization 
measures. We not only heed biomedical and clinical research to increase 
our imderstanding of human reproduction; we also need to know more 
about the psychological and social factors that influence the reproductive 
behavior of individuals and couples such as whether contraceptives will be 
used effectively. We need to continue to develop new ways to define and 
detect high-risk pregnancies and on a parallel track, to learn why some 
women do not begin receiving prenatal care until late in pregnancy. 

The complexity of many of today*s health problems also suggests that 
multidisciplinary and interdisciplinary investigations are heeded, and that 
multiple approaches to particular problems may well be fruitfuL The 
Stanford Heart Disease Prevention Program^ for example, has drawn on a 
range of knowledge to develop a series of community-based programs 
designed to lower the risk factors for cardiovascular disease in selected 
copulations. The research project has required a pooling and synthesis of 
. owledge on such widely divergent topics as cardiovascular risk -factors, 
' the uses of the media in cpnveying health messjages, and techniques of 
group and individual counseling to modify personal health habits (/)- 
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Lead poisoning— a significant health risk particularly for urban, low- 
income children — provides a similar example of the need to pursue 
multiple paths of research on a problem. Barbara Starfield, M.D. of Johns 
Hopkins University recently wrote: 

Basic research, operating on the principle that understandmg the 
internal derangements will lead to reductions in the damage from 
lead poisoning, is directed at elucidating the mechanisms for the 
occurrence of encephalopathy, anemia and other pathological 
processes. Clinical research seeks ways of treating and reversing the 
manifestations of toxicity. As the frequency of plumbism [lead 
poisoning ] , particularly in certain locales, became increasmgly 
evident, and as basic research provided a means of detection and 
effective therapy, screening tests were devised and used in the 
community- When these community-based studies suggested that 
hyperactivity and other behavioral deviations might be associated 
with lead toxicity, the loop from basic "to clinical to community 
o research was closed as these observations led to laboratory studies to 
confirm and explain the observations. The results of screening raised 
new questions, too, as it became apparent that many children 
without the classical signs of plumbism were found to have levels of 
lead as high as in those presenting clinically. A combination of basic, 
clinical and population-based research will be required to under- 
stand the significance of these new observations and to sort out the 
relative contributions of biologic and ecol6gic factors responsible for 

them (2). .... 
The discussion could be extended at great length. The point is simply 
that, given our growing understanding of the multiple influences on 
health, public and private support should encourage research in all of the 
health sciences, and in a manner that facilitates integrated approaches 
drawing on many disciplines to further advance our ability to protect and 
improve the health of mothers and children. 

THE FEDERAL ROLE IN HEALTH 
SCIENCES RESEARCH 

Numerous agencies within the Federal Government support health- 
related research. Within the Department of Health and Human Services 
(DHHS), the great majority of research pertinent to maternal and child 

health occurs in: . , - i t * . . 

• The National Institutes of Health, primarily the National Institute 
of Child Health and Human Development (NICMD) 

• The Alcohol,'= Drug Abuse and Mental Health Adnumstration 
(ADAMHA), which . includes the National Institute of Mental 
Health (NIMH), the National Iristitute on Drug Abuse (NIDA), 
and the Natjonal Institute on Alcohol Abuse and Alcoholism 
(NIAAA) 

• The Health Care Financing Administration (HCFA) 

• The Administration for Children, Youth and Families (ACYF) 
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• The Centers for Disease Control (CDC) , , 

• The Food and Drug AdministriEition (FDA) 

• The Health Services Administration (HSA), particularly the OfRce 
of Maternal and Child Health (OMCH) 

• The Office of Health Research, Statistics and Technology, which 
includes the I^atibna; Center for Health Services Research 
(NCHSR),nhe National Center for Health Statistics (NCHS), and 
the National Center for Health Care Technology (NCHCT) 

It is, of course, difficuil to define or quantify the full extent of maternal 
and child health-related rese£irch in DHHS as a whole or indeed in many 
of these individual agencies. Certain programs are clearly orier^ed to 
-r^roductive and child health; for example, virtually all of the researclx. 
I>ortfolio of NICHD and the OMCH would be sb*'considered, as would 
specific components of ADAMHA — such as the clinical infant program 
of NIMH's Mental Health Study Center, research on the fetal alcohol 
syndrome supported by NIAAA, and various substance abuse studies 
targeted on adolescents supported by NIDA — and selected research 
activities within ACYF such as their child abuse and neglect studies. ' 
Similarly, CDC epidemiological surveillance systems focused on such 
issues as family planning, congenital malformations, infant mortality, and 
abortion are also clearly oriented to matemai and child health. In general, 
though, it is difficult to separate matemai and child health research from 
other health research, simply because many invt-stigations are oriented to 
issues or problems that are not solely relevant to mothers and children or 
to those components of the health systems that serve this group only. 
Many issues investigated by the National Cancer institute, for oiample, 
touch a wider population than women and children, and research 
supported by HCFA is typically on broad issues in the organization and 
' financing of health services generally,^-and not on health services used 
exclusively by mothers and children. Thus, the Panel made no attempt to 
define the full range of matemai and child health-related research within 
DHHS. 

Othei" departments and agencies also conduct research that has great 
relevance to protecting and promoting matemai and child' health. 
Examples include the accident prevention research of the Department of 
Transportation; the safety testing activities of "the Consumer Product 
Safety Commission; the research oriented to the educational needs of 
handicapp>ed children that is supported by the Department of Education; 
and the housing design and safety studies of the E>epartment of Housing 
and Urban Development. And in particular, the »Dc!partment of Agricul- 
ture (USD A) sponsors a wide range of research, into ma?emal,^and child 
health issues. For example^ the Children's Nutrition Research "Center at 
Baylor College of- Medicine in Houston is one of USDA's six human 
nutrition research centers. It conducts research into nutrient requirements 
during pregnancy, lactation, and early life; the standards for nutrient 
intake and nutritional statiis assessment in infants, children, and pregnant 
and lactating women; atnd the role of diet in growth and development. In 
addition, approximately 100 research projects are currendy being con- 
ducted in the land"gfant' university system- through USDA's-cooperative 
' research program. Most of these projects are concerned with nutrition 
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status of- infants, children, and mothers or with nutation education 

research for mothers aSd-childrenr-FinaUy. .a few maternal and child 

health protects funded through USDA's competitive grants program are 

LvestiStiift nutrient requirements during gestation, infancy childhood 
^nd prlgnfncy; and behavioral issues, such as determimng the factors that 

pluralism of research orientations and agencies currently '^PP^r^<^ ^f, 
Federal Government, and recommends that no one agency be charged 
^^ fdrSZtSt^g lll maternal and child health-related research. Because 
^ct ofXse depfrtments and agencies^has a different mission each will 
pursue somewhat different issues^. The net result, however, is the 
• exISnation of an enormous array of health issues from multiple 
;ers7ec"wes-an approach which is highly compatible with the Panel s 
advocacy of support for a wide range of health sciences. 

Planning and Coordination 

With so many agencies involved in maternal and child health-related 
research however, Research planning on a broad scale becomes essentiaL 
^thout consistent and careful review of the activities of all these 
acenSes and of the relationship of current research pnonUes to the 
evowTng needs of mothers and children,, there is a ^^^^^^.^^^ "^^^^^f 
si^rA^nt gaps on the one hand, or overiap on the other, m the to ^1 
re^arSi efrlr? Moreover, it is important to ^--^ 

with broad, multipurpose mandates such as the NCHCT: NCHhK, ana 
^e research SmponSit of HCFA pay adequate attention to maternal and 
chUdTealth rs'suel In supporting theWal ^-^^^l^^^^^t^^ii 
the Panel agrees with the Institute of Medicine report DHEWs t^^^ ^^^n 
Plln^ng Principles," which stated, "Health research planmng, when well 
nerfoiSSd is a valuable mechanism for developing sound and 

l^d^^e nauonal health research policy. Well ™-«*i,,--/L 
Slannine is the Nation's best assurance that there will^ be optima 
^ l™fn of resources for health research and that precious ^sources w^ 

be mtlized effectively" (3). Givep the fact ^^^y ^^^^^ '^^l TunSs a-^ 
and opportunities for productive research than there ar^ funds a. .a 
manpo^w^eTto purs^^ theSi, planning for rational allocauon of resources to 

shorter r-deralTesearch funding <:ycles for centers, programs, and 
' pro eels enhances the uncertaintie? ^nd changeable character of Research 
suppon Both increased predictability in funding and the possibihty of 
longer tei^ f^ would promote sustained attention to health needs 
Restarch^y its ve?y nature, is a long-term process that flourishes in a 
J^aSrenCin^nm^^^ results, particularly in fundamental science. 
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are obtained at^" unexpected times and 'often through unanticipated 
''channels. Our belief in the value of research planning is strengthened by 
its (>otential for providing funding stability for maternal and child health 
research an d, indeed, all health research* 

The Panel is aware that there Ziave recently -been a number of health 
research planning activilies and legislative proposals that are based on this 
same general appreciation of the need for a more coherent and rational 
approach to research support in the public sector. For example, in 1978, 
Secretary Joseph A, Califano, Jr. initiated a comprehensive 5-year , 
research plan for the health-related agencies of the Department (then, the 
Department of Healvh, Education, and Welfare); aiwic* NICHD has 
undertaken the development of a 5-year research plan -i^^.- tring a broad 
spectrum of research issues in the maternal and chc ' ^ hea^^.tn Jield. This 
plan« which will be available in early 1981, promises lo : tn^s.. usefvl and 
should be carefully examined by appropriate pul^Ic bodies. Other 
agencies withi^ DHHS that conduct health research are engaged in 
planning activities of various sorts. Recently, proposed legislation has 
.been introduced that .v/ould establish a Presidential level health sciences 
plai axing body to re'conmiend broad research priorities and funding levels, 
l^iough not wishing to -take a stand on; the relative* merits of such a 
proposal, the. Panel reconmiends . that if such a group ^is established for 
purposes of general health sciences planning, the special research needs 
and opportunities .associated with maternal and child health should be 
given adequate attention, ^o help ensure such attention, we also 
recommend thai the membership of the planning group include ade*^uate 
representation from the broad area of maternal and child health. 

Regardless of ihe fate of these large-scale planning efforts, the Panel 
also sees a clear need for increased communication and coordination of 
maternal and child health research within DHHS specifically. Although 
each agency conducts its own forward planning with- varying degrees of 
attention' to maternal and child health depending on the :igency^s 
mandate, there is^ no group charged with broad '^oversight** of die 
department's research in this area. To fill this need, tbe^J^anel recommends 
that the j\ssist^t Secretary for Health, with the advice and assistance of 
the National Commission on Maternal and Child Health and in 
consultation with the other health-research agencies of DHHS be charged 
by the Congress with specific respQnsibility fi>r .assessing the broad 
putlines of DHHS research related to naatemal and child health in order 
to: identify majjor japs in the depaitment's research efforts on behalf of 
this population; help coordinate research among the various agencies; and 
encourage multipurpose research agencies within DHHS to ^devote an 
adequate portion of their resources to maternal and child health-^related 
research. 

'In so doing, the Assistant Secretary for Health may find it useful to rely 
on interagency panels already in existence (such as those on adolescent 
research and development, early childho<Kl research .and development, 
nutrition, smoking and health, birth defects, population research, and 
other issues); existing groups such as the National Center on Child-Abuse 
and Neglect Information Clearinghouse and similar resource centers; and"*^ 
the data bases and inventories of research activities maintained by various 
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aeencies. The P^el also recommends that the Assistant Secretary for ^ 
H^lth give specinc consideration to whether a P^^Z°^^/t^^^ a 
federally funded research in maternal and child health should be formed 
to assist Federal agencies as well as individual investigators m periodic 
reviews of research progress and needs. Should such a concept be found ^ 
useful it would probably be reasonable to arrange for the responsibihties 
of the Mitemal and Child Health Administration CMCHA—proposed in 
chapter U) to encompass the development and admimstration of such a 

'^*'TTi?PaneT would also urge that the Assistant Secretary for Health and 
the National Commission on Maternal and Child Health take a leadership 
role in advocating that Congress appropriate adequate fund-s for ^^atemal 
and child health-related. research throughout the Oepfament. We have 
noted with concern, for example, that funding for NICHD ha5, not kept 
pace with the increases granted NIH as a whole, nor with certain institutes 
in particular. Similarl>^ we have reviewed the ^^^.^^V i^^J^.^ JJJ *| 
research funds available to OMCH-from $6 miUion m 1^4^1975 to $4 8 
million in 1980. Similar examples from other agencies of DHHS could be 
cited We find such declines distressing and short-sighted at best, given tne 
magnitude of need, the life-long health benefits that stem from a healthy 
l,eginnihg in life, the many opportunities for prevention-onented research . 
directed to this population, and other perspectives discussed throughout 

^ Tn^hT^lighting the need for more adequate research fundin.^ in 
maternal and child health, the Panel also recommends that the Assistant 
Secretary for Health give speciTic attention to encouragmg cooperaUon m 
maternal and child health research between the public and ^'v-afe secTo^ 
Several foundations iii the private sector—such as the Robert Wood 
Johnson Foundation, the March of Dimes Birth Defects Foundation, the 
W T Grant Foundation, and the Foundation for Child Development- 
have made major contributions to the health of mothers and children 
through research and demonstration programs especially A recent 
example of good public-private collaboration is the Johnson Foundation 
program exploring the use of nurse practitioners in schools and to 
improve ru?al in?ant care (4. 5). Such collaboration makes possible 
'demonstration programs that might not o^erwise be conducted, under- 
sc^ng the general importance of improved commumcation between these 
two sectors in the future. 

RESEARCH PRIORITIES 

Given the mandate and composition of the Panel, no attempt was made 
-to develop a comprehensive research agenda for improving maternal and 
child heahh- In specific chapters of the report, some research needs in 
particular areas are noted, although in all c^ses these are ^""^^Jf 
Examples a.id not meant to imply that the Panel has undertaken an 
exhaustive review of needed research. ^ i j v,,. 

The Panel has been impressed by the number of reports developed by 
other groups detailing research priorities in certam areas (5-/3). It tias 
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become conjmon in recent years for groups to convene over several 
months, sometimes years, to suirvey the state of research in a given 
discipline or with regard to a particular health problem, aSid develop a 
compendium of research topics th^ have been ne^ected, that seem 
especially ripe for progress if given adequate attention, or that have 
become pressing for varioiis reasons. Such reports were consulted by the 
Panel and^ particularly if used as source material for more comprehensive 
research planning, would be most helpful in identifying the many 
important topics which merit sustained research of high quality. 

Short of listing specific research priorities, however, the Panel does wish 
to call attention to some research areas of s|>ecial importance: fundamen- 
tal research in general, epidemiology, research on prevention, social and 
behavioral aspects of health, and health policy, evaluation research, and 
research on environmental risks. 

Fundamental Research 

The first area of special priprity is fundamental research involving the 
full range of the health sciences. Fimdamentkl research, often without 
reference to, or motivation by/ a specific health problem, has contributed 
the knowledge needed for major health advances* For example, the 
Comroe-Dripps analysis (6) shows conclusively that more than 40 percent 
of the crucial and decisive, developments that underlie present capabilities 
in cardiovascular and pulmonary njedicine and surgery derive from 
imtargeted, ftmjdamental research in the biomedical sciences. We beheve 
that the seminal role of fundamental research would be similarly 
ilLimiiixated were comparable studies made of other health care interven- 
tions. -There is widespread agreement that long-term solutions to many of 
our most significant health probl6m§ will require a more detailed 
knowledge of tlie origins and mechanisms of disease, and the nature of 
human behavior and social interaction. For example, it is through 
Tundamental research in the biomedjcal sciences that we will come to 
imdefstand what triggers the onset of labor; such knowledge would have 
.far-reaching implications for reducing prematurity and its sequelae. 
Similarly, there is widespread agreement that fundamental research holds 
the* key to the ultimate prevention of many of the chronic illnesses and 
handicapping conditions that so many children endure. In the behavioral 
area, we know little about why some children raised in the most 
depressing and destructive environments mature into creative, responsible 
adults — knowledge which might contribute substantially to designing 
intervention programs for certain high-risk groups. 

We call particular attention to fundamental research in the fields of 
molecular biology, molecular genetics, and inmiunogenetics. The implica- 
tions for human health and further imprr ^^ments in medicine of the 
current advances in knowledge of IDNA-l^A chemistry, the structure 
and function of human genetic material, and the many other facets of 
thes^e new^fields are monumental. Although the full benefits to be derived 
from such fundamental science advances cannot be predicted now, they 
promise to be substantial. Indeed, we are probably at the edge of an era in 
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which many of the most devastating congenital and inherited diseases may 
be eased or prevented altogether. ' 

The I*anel recommends strongly that support for fundamental research 
in the health sciences be sustained and increased as opportunities emerge 
and resources allow, and that special efforts be made to ensure that 
support for new or neglected areas of research not be provided at the 
expense of fundamental research. The Panel recognizes that in recent 
budget cycles there has been an effort to increase and stabilize support for 
fundamental research in many agencies. The Panel urges that current 
recognition of the essentia! role of fundamental science in the total 
national effort to improve health not fade in future years under various 
budgetary pressures, but instead become a major, enduring component of 
the Nation^s research planning and funding policies. 

* E^pidemiology 

The Panel has noted a serious lack of population-based research, 
particularly as gathered .over time on a wide range of topics This lack is 
apparent for both normal and pathological states and ^^'^''^^y ^'^^^fj^l 
ability to understand, let alone remedy, many of the major health burdens 
shouldered by children and their families. A recent ^^^P^^^}^^.^/^ 
needed epidemiological research related to maternal and c^iild health, for 
example, highlighted the need for: longitudinal studies of fgdiatnc 
antecedents of adult. diseases; long-term studies of the postnatal effects of 
drugs on both animals and humans exposed in utero; causes of morbidity 
in infants up' to the age of 12 months; socioeconomic, ethmj. and 
ceoeraphic differences in morbidity and mortality in mothers and children 
under various health care deUvery systems; longitudinal studies on 
stability and change in personal characteristics and life patterns ot 
children and youth during the transition from the home environment to 
school, and the movement into adolescence and through adolescence into 

adulthood- . . , i_ » ♦! 

Further the Panel is concerned about how little is known about the 
lonft-term ' impact, with and without treatment, of the most cominon 
illnSsses in chUdhood such as upper respiratory infections. Although it is 
clear that most of these are self-limited in most children, it is becontung 
increasingly apparent that some children are subject to repeated experi- 
ences with such illnesses, with unknown effects on their overall function 
growth development, and subsequent health. The biological and social 
factors responsible for this vulnerability are as yet unknown. - 

One of the factors that limits many such important epidemiological 
investigations is that longitudinal research is both difficult and expensive 
to conduct. It typically requires a long-terp commitment by the 
investigators, the supervising institution, and the funding source, usually 
the Federal Government, which ^ limits grant awards to 5 years. In 
addition, following a cohort of oihifdren, for example, in a mobile society 
over many years is both logistically difficult and expensive. Such factors 
lead the Panel to recommend that congressional appropnaUons to 
asencies that conduct longitudinal research should reflect the impo..ai.cc, 
expense and need for such investigations. Also, to the extent that it is 
statistically sound, we urge that^more feasible and less costly cross- 
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sectional designs be used rather than cohort studies to generate informa' ^ 
tioh on various measures over time. One example of a creative approach 
to collecting longitudinal data is the study of cluld development in Kauai, 
Hawaii i5). Another example is the *Tollo>vback* ' surveys of NCHS, 
FoUowback surveys are mail surveys to collect additional information for 
a sample of births or deaths from individuals or providers of care named 
on the vital record. Natality foUowback surveys were conducted from 
1963 to 1969 and in 1972 Currently a natality foUowback survey is 

being conducted .using a sample of 1980 births widi an over sampling of 
low-birth-weight infants so that this high-risk group may be studied more ^ 
extensively. Being conducted concurrently with the natality foUowback 
survey is a fetal mortality foUowback survey which is collecting the same 
information about a saniple of fetal deaths of 28 weeks or more gestation. 
Data from these surveys will be available in 1982. Given the importance of 
such work, the Panel recommends that funding be included in the MCHS 
budget to conduct these foUowback surveys on a periodic basis, and that 
consideration^ be given to expanding the scope of such surveys to follow 
infants into childhood and adolescence. Consideration should also be 
given to following cohorts of children identified in population-abased 
sample surveys (such as the Health Interview Survey and HANES), such 
as children with certain defined conditions , 

Research on Prevention, 
Social and Beiiavioral Aspects of 
Healthy and Health Policy 

The Panel wishes to call attention to some of the research issues that 
emerge from the five concerns outlined in chapter 1. Although many of 
the strategies for easing these concerns involve changes in the organi2:ation 
and financing of care, it is also apparent that significant contributions 
may be made by research. 

With regard to the first concern — that we do not give enough priority to 
preventive care and health promotion generally, and do not apply widely 
enough various preventive strategies known to be effective — the Panel 
suggests that this relative neglect of prevention is also the case in research. - 
It is of course true that much of biomedical research — especially 
fundamental research — is ultimately directed toward primary prevention, 
as embodied, for example^ in advances in clinical genetics such as 
scL-eening and prompt treatment for hereditary defects. However, preven-- 
tion-oriented research, particularly in the behavioral and social sciences, is 
far down the agenda of national research priorities. For illustration, the 
following are some questions still to be, answered: 

• How to design health education strategies to promote health* 
enhancing behaviors in children and adolescents, and thereby 
prevent or lessen adult illnesses which may have their antecedents 
in hiabits begun in youth 

• How to meet the mental health needs of chronically ill and 
handicapped children in order to prevent additional burdens of 
mental distress, particularly at such vulnerable stages as early 
adolescence 
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• How to increase the awareness in women of reproductive age of 
Se hiLrds to the developing fetus of various drugs, chenucf »s 
radiation and other environmental assaults, particularly in the first 

example^^ relative merits of various provider arrangements in Unking 
underserved eroups to needed health services , i-.,, 

. Ways Vrrenfove cultural barriers and improve the accep^bJity 
amd deUvery of health services to such groups as Native Amen- 
cans and recent immigrants ,„i,«c.«/-i^i anH 

Xhe third concern describes the emergence of psychosociai and 

matcnea oy an -rH ^ _ harness these factors for health 

''""'^^Z'n Ae tbsence of a ^go^ous science base in this area limits 
?ffo?u to il^rove Ae htalth of mothers and children in particular 
efforts to ™t"°J'?J" . aim that so many problems exist and 

th'S ^Vich'^sT^ny solutions must be found. Ae'^research questions 
tSLt ^eTae from this third concern of the Panel are numerous. Many 
fpt^rS^earUeT chapters, particularly those which discuss ^s in Ae 
ohCSLl environment; selected issues in nutrition, and understanding the 
?eSshrp of bSiavior and health. Other illustrations of topics on which 
research^needed include: development in order 

• ^unde^stw if and wh^en such P-od. exis^ -tilTcar^ri^ tS 
of parent-family-child interactions dunng the critical peno<ls to 
future development and health status 

• wlys to inte^ene in certain identifiable patterns of drug use and 
1^ the movement from use of some illicit drugs to oUiers 

• ?ie ps^cho^^ and behavioral determinants and consequences 
. of^Ilcohol use, with special attention to pregnant women in hght 

o?the increased understanding of the fetal alcohol syndrome ^ 
. Strate£des to help both childtjen W their families adhere to 
vSou? the?apeu?ic regimens, Vrticularly in the presence of 
handicaooine conditions and chrome illness c- c a 

. ^"e relSship of diet and the ingestion of specific food 
substances to various patterns of behavior and development 
1 .e fouhh concern of the Panel centers on the family-that ^e health 
I ^e 'o"r" operate in a way that supports and enhances family 

=-"tS ^^^^^^^^^^^ ^ 

es?^cially. Althou'U strategies to ease these 
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problems will rest heavily on changes in values and a new way of thinking 
about child health in the broader context of family functioning, contribu- 
tions, from the research community are also needed on such issues as: 

The effectiveness of various techniques of parent education, 

including child birth education 
m The effects on child health and development of different modes of 

child care such as group day care and various babysitting 

arrangements 

e The efRcacy of various strategies to help parents manage the 
stresses of childrearing, particularly in single parent families and 
families in which both parents work 

• Various ways of actively involving parents and children in medical 
decisionmaking in order to enhance and strengthen parent-child 
relationships 

The Panel's fifth concern is the excessive fragmentation among the 
service programs and jwlicies in maternal and child health. Health 
services re;5earch has an.> obvious contribution to make in helping to 
evaluate the effectiveness of various services in order to avoid unnecessary 
complexity and duplication. Similarly, health poUcy research can help to 
bring more coherence to the plethora of publicly financed programs for 
mothers and children and to clarify the relationship among local. State, 
and Federal roles in administering various pro-ams. Examples of policy- 
oriented research topics pertinent to this general set of issues include: 

• Analysis of the eligibility criteria used by the varioxis ffcblic 
programs related to maternal and child health to assist in making 
such criteria more coherent 

m A' comprehensive review of the priority given to issues of maternal 
and child health by. the health planning structures at Federal, 
State, and local levels to help harness the health planning 
mechanism for the benefit of this population . 

• An analysis of the structure and modes of operation of the DHHS 
regional offices in the area of matemal and child health to clarify 
and improve their capacity to help States administer various 
federally supported programs effectively and efficieijtly 

Kvaluatton Research 

One aspect of health services research to which the Panel wishes to call 
special attention is evaluation research. Time and again, we have found 
the need for improved information and analysis of the many programs 
and services providing care to mothers and children. Questions which 
frequently arise are: Does the program reach the population it is designed 
to serve? I>oes the program coordinate its activities with providers of 
similar services? Is the mix of staff the most appropriate for services to be 
efficient and effective? Is the program having a beneficial impact on the 
population it is serving? 

As a general matter, the Panel believes it is exceedingly unwise for 
public fimds to be expended through service programs without simulta- 
neous evaluation to measure intended effects. For example, we find an 



advantaee of the OMCH research program is its close ties to the service 
pfoSim -^he same staff that is intimately involved with the service 
p~£am* helps to defme research questions, stimulates research projects 
InK^ questions, monitors the funded research, and has the capac uyio 
translate ?he research findings back to the 

the Panel recommends that programs providing or ^''PP^^f'^'f^J^^^^JP^^ 
^nd child health services^from the local to the Federal level-^be requ'f^^ 
t!l H^!^Llon anevaluati^^ plan, built in at die outset, to determine ^hether 
nro5;Srrmeef^n| ^its ^tablished goals and to help in J^dgrnents 
"^^^tTheTher the prolram^s benefits justify ^^-f^^^f'''^^^^^ 
nZdcd to sustain it. rFnrtYvet, the results should be made widely 
avaUable-publSAed in relevant journals, for exampte, and not confined 
to^scissionTbetween a given program director and contract manager 
?he notion of building in evaluktion plans at the outset, mc|dentally, is 
most^mport^nt For elample, if home visiting programs ar^^xpanded as 
we strSieW recommend, an evaluation component shouldjbeWuded in 
Ae progfa^^^^^ beginning in order to answer a v^r^ety of questions 

about how best to organize such programs (sje chapter , . 

^or similar reasons Congress has provided that i p^^J'l^'^^^J^^^ 
H^^^lth Service program funds and 0.5 percent of Social Security 
"r^nisfrldon pr^JS^am funds be designated for -aluatipn purposes^^^^^ 
the Panel's impression, however, that these monies are .^j^^^^^^^^^^ 
with sufiicient care. Too often the program managers—at the Federal as 
weU as Sllte and local levels-^have little leverage over the planning and 
^^.limtW of the evaluation, and little feedback of the results. Also, these 
^vXat^on ?unds a".e fi^^^^ "raided" and used for Purposes ordy 

Toos^ly connected to the evaluation of ^^-P<=^^^^^ P^^f^^ J^^^*"^^ 
the funds emanate. The Panel therefore r^<^omjnendsthat d^e MCHA, the^ 
National Commission on Maternal and Child ^ealdi ^^f^^^ 
/-'^ncr-^.*^ as aoorofyriate review the extent to which funds drawn trozn 
mate^al Tnd^hlld health programs are being used to generate appropn- 
Ze l^d useful eval^^^^^ and take adequate steps to correct any 

Jeneral misuse of evaluation funds if such is found. In making this 
frcommendation, we realize that a variety of procedural quesUons 
ass^r^e^ with organising and financing evaluaUon 

Son For examplef it is difficult to involve program staff in evaluation 
rudier^^ithouTUoducing bias into .the --1^- ^^^^^.P^^^^^^ IS 
choosing contractors, evaluation topics, and criteria ^^^^y^J^^^^^^l 
increasing the comparability among evaluation studies; in the extent to 
w™hfre is adequate peer review of evaluation designs and products 
rnd in finding th? best ways to involve such agencies as NCHSR at 
various stages^in an evaluation study. Such questions, of course, are no 
un?que to evaluation of maternal and child health Programs. As a genera 
rrVatier the Panel would iirge that these types of issues be given careful 
deration Ev the DHhI leadership in order to -^the depl^^^^^^ 
research of high quality is a major component of aU the department 

''^ra?so?otTa need for more evaluation research-and ^eaUh s.ryi^ce^ 
research generally -conducted by or for State maternal and child health 
prograL^rn o^^^^^ to improve the quality of the services they provide. It is 
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widelv recognized that one of the major reasons there has been so little 
^wL SIude improvement in the public program dehvery system at the 

sY^te^i;vel during the last few decades when ^^'-f ^^^^^^^^ ^^^^^^^^ 
occurred in many other parts of the health care system, has been the lack 
o? "mima" critical study at the State level. Such research may be 
^uptJorted by a variety of agencies, especially OMCH at thejederal level 
^^e*^2fote we urge that OMCH earmark an adequate portion of its total 
research funds for research initiated and conducted by State maternal and 
child heaUh prograiris, ^^rith the collaboration of health departments and 
fmverslies a^^ appropriate, and that the r-sultsofsuchresear^^^^^^ 
of the program^s annual report and be circulated by OMCH to all state 
Maternal and Child Health agencies. . ■ ^ 

In Chapters 5 and 9, another aspect of evaluation research is covered 
and is only cross-referenced here-the need for improved mformation 
^esarding the effectiveness, -efficacy, and cost-benefits of vanous health 
se^^fces for mothers and children; the circumstances under which vanous 
^^^ices Ze best provided and financed; and the effects of vanous 
oavment practices on how the health care system operates. 
^ ^ clut'on, though, that to do such research will in. some instances 
reauire that we develop new research designs and systems— and indeed a 
whole new approach ^o evaluation studies (both directed at climca 
problems and at service organization and dehvery problems)-lhat 
recognSe the differences between the . standards and conduct of biomedi- 
ctrfeserrch especially and research conducted in tne more compete 
Svimnments of patient care and the health care system generally. For 
example our measures of outcome will need to be refined and reonented. 
?5feTsuar measures of mortality and disability are of\en inadequate for 
hxdeirfi the^erits of many com^nents of primary care including services 
i>rien?ed to the psychosocial needs of patients, and particularly of various 
heaUh promotion^ activities. The measurement of low birth wei^t, for 
example proved to be more sensitive than infant mortality in 

mel^uriAg the ^impact of various prenatal and perinatal events. Such. 
Samp?es\eed to be expanded. The Panel urges that special pnonty t^ 
SveTto developing a range of new health outcome measures m order ^af 
Se vaiae and^ irSpact of many of the services ^.hich 
important to children and pregnant women -such as primary care 
^^cTs for non-life-threatening illnesses and psychosocial interventions - 
may be adeq ua tely assessed. 

Research on Environmental Risks 

In chapter 2, the Panel discusses a range of environmental risks to 
mothers and children, including accident prevention issues, safe water 
needL Ld the risks posed to women and children by chemicals, dmgs, 
and other substances Tn the physical environment. In ^l^f^f ^P^^ oiTlv to 
that the need for research is pressing in these areas— not pnly to 
underst^nS the full extent of environmental risks to this vulnerable 
^pulation, but also to develop effective strategies for reducing such nsks. 
example, research is needed on exposure and ingestion tolerances for 
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pesticides — including the long-term effects of ingesting low levels of toxic 
substances over time— in order to calculate levels adequate to protect 
infants, children, and pregnant women as well as adults of both sexes. 

In particular, the Panel wishes to reemphasize here that young children, 
pregnant women, and the fetuses they carry are especially vulnerable to 
the toxic effects of numerous substances both rnanmade and naturally 
occurring in our water^ air, food^ and elsewhere. Regulatory approaches to 
minimizing these risks must ,be grounded firmly in science, which in turn 
requires adequate support for high quedity research on environmental 
risks. In dru^ testing, for example, we need further research to estabhsh 
safety and etticacy standards specific to children and pregnant women. 
With regard to food, more information is needed on the effects of food 
composition, food additives, axid nutritional imbalances on the developing 
child. And we also need to know far more about the effects of various 
workplace hazards on women, especially pregnant women, although we 
hasten to add that environmental risks to men are of no less importance. 
The effects of exposure to vafious substances on male fecundity, for 
example, is a topic of increasing concern. We note with approval that the 
National Institute of Occupational Safety and Health (NIOSH) has 
established a program of research to identify and help eliminate 
reproductive effects due to workplace hazards. NIOSH is conducting both 
basic and applied research to identify mutagens, teratogens, and sub- 
stances associated with sterility or spontaneous abortions; and epidemio- 
logical studies are directed toward estimating expected incidence of 
reproductive outcomes in the population, identifying groups of workers 
with abnormal reproductive experience, and determining probable causes. 
More generally, the Panel recommends that as national research agendas 
are developed in coming years, the risks of environmental substajices to 
individuals, and especially to children and pregnant women, be studied 
with great care and that regulation reflect our emerging understanding of 
such risks. One particularly fruitful area of investigation that is most 
promising is the field of ecogenetics which exanaines the interaction of 
human genetic makeup and environmental factors in relationship to 
health and disease. We would urge that this area of science be 
strengthened- 



DATA NEEDS 

In the previous sections, we have noted a variety of important research 
areas. Common to almost all of them, to some degree, is the need for a 
more adequate pool of statistieacTaata on a variety of maternal and child 
health issues. Similarly, in our discussions of how to improve the 
organization of services for this population, we often noted an absence of 
important and sometimes quite basic information. Virtually all the rep>orts 
we received that addressed research needs expressed a similar concern. 
For example, the President's Commission on Mental Health found that 
the Nation lacks much needed evidence on the distribution and severity of 
mental, emotional, and learning disorders in children and youth, especial- 
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ly adolescents, and argued for immediate initiation of surveys to fill this 
gap« Siimlarly, When the Panel looked into individtial maternal and child 
health problems and service programs, we found a pronoimced need for 
more adeqxiate reporting systems and for increased surveys to collect 
various sets of data. For example^ earlier in the report we reconmiend the 
establishment, nationally and within each State or region, of a sophisticat- 
ed and policy-oriented data base on accidents, injuries, and poisonings, to 
aid in targeting resources and programs, ^ 

However, before addressing some of the most pressing needs for new 
information, we wish to stress our concern that much of the massive 
amounts of data already iii hand in many agencies is inadequately 
analyzed and reported. The analytic staffs of these agencies are not large 
enough to do justice to these data given the continual pressures for the 
generation of new information. Therefore, we recommend that new funds 
be allocated for increased analytic stafT as appropriate in agencies that 
collect significant amounts of health information. We also recommend 
that new funds and personnel be allocated for the support of centers for 
research^ analysis^ and reporting using existing data bases jby scholars and^ 
analysts in selected universities and private research institutions. These 
funds — which would represent only a fraction of the funds required to 
gex^erate the data in the first place — could be awarded to the centers as 
long-term funding and awarded to individual scholars on a short-term 
competitive basis with the stipulation that the research would involve no 
new data collection but only further analysis arid synthesis of existing data 
sets. 

i Within existing systems, the Panel notes that the programs of NCHS 
iEind related Federal statistical activities collect a great deal of worthwhile 
information concerning the health status of American children and the use 
of health care services by children arid their families. These data could be 
more useful if a few relatively simple changes were miade in existing 
procedures. The Panel recommends that NCHS be encouraged^ and 
provided with the resources, if necessary, to take such steps as: 

m Tabulating and reporting child health data, whenever possible, l>y 

smaller, more imalytiqally useful age categories 
m Working with the Bureau of the Census to increase the compB ti- 
bility of the categories they each use in tabulating data identifying 
children and families of different ethnic groups 
m Increasing the compatibility in questions and eroding procedures 
among the various data collection programs, thereby increasing 
the ability to synthesize results from separate surveys 
With regard to the vital statistics system especially, the Panel noted a 
number of procedures and opportunities that merit careful consideration. 
Because the time of greatest risk of death or trauma to a child is at or 
shortly after birth, it is essential that information be available to monitor 
the health of children during that period. Currentiy, the only continuous 
sources of national data are the certificates of live birth and the certificates 
of death, filed in each registration area. NCHS reconmiends to the States 
the U.S. Standard Certificates as a model in the development of their own 
State certificates; although most States have adopted the model certifi- 
cates, some have not. Further, in developing their certificates, some States 
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choose to or it some items included in the model certificates, particularly 
birth certificates. Such items which have special relevance for health 
monitoring and planning include tHe month of P^eg^a^^y that prenaml 
care began, nuiJiber of prenatal visits, mantal status of the mother, 
educational attainment of each parent, and date last normal menses began 
(used for computation of gestation). Although completeness of reportmg is 
very good for most items,^there are some items on the birth certificate for 
which reporting is not complete, for a variety of reasons. For example m 
many States, information , about the father can be reported only if the 
mother is married. Congenital anomalies are very poorly reported on birth 
certificates, although this is due in part to the fact that ^^^V,^^^^^'^^ 
are not discovered until after the birth certificate is completed and filed 
with the local registrar. When such social, demographic, and medical 
information is not reported fully and accurately, it impairs the ability of 
both local and national health professionals to momtor trends in maternal 

and child health. . , i ^^iifl-o 

Even though Federal leaders recognize these problems in data collec- 
tion at the State level, the Federal Government can only furnish the btates 
with technical assistance, guidance, and coordination because vital 
registration is a State-controlled activity. To ease such problems £/ie Panel 
recommends that NCHS be provided v^th increased funding and 
personnel to proy^ide technical assistance to the States to increase the 
Quality and comparability of vital statistics across Sta tes. 

The Panel has also been impressed with the need for more complete and 
sophisticated information associated with the perinatal P^"i><i- 
example, information on the causes and correlates of infant deaths is 
hmited because the certificate used to report an infant death, which is the 
same certificate used for all other deaths, is restrict^ to demographic 
characteristics and cause of death. Correlates of infant death, such as b.rth 
weight, gestational age, socioeconomic status, mother s prenatal care and 
cor^HcStions of pregnancy and labor, are not ^^P^^^^^^.^" ^^^^^^^^^^ 
certificate even though such items generally appear on the birth certificate 
and on the rep6rt of fetal death. (Fetal death generally includes any 
product of conception not bom alive, such as stillbirth or mi^camage, but 
fhTs d^s not include induced termination. NCHS recommends data on 
fetal deaths be collected for fetuses of 20 weeks or more Sestation.) 
Therefore, one relatively straightforward way to obtam pertinent mforma- 
tion on perinatal and infant mortality is to link the death records of an 
infant with the corresponding birth record. , „u „^ infant 

Further, such information drawn from appropriate linkage of in^nt 
birth and death certificates should be related to health system variables 
such as the adequacy of a region^s maternal and perinatal services m 
order to assess various aspects of the health system m the important 
perinatal period. Other similar examples of data ^^^^ -"^^^PP^y^^^^^^^^ 
in the oerinatal period could be presented. Accordingly, the Panel 
Tecor^mlnds that'^MCHA. NCHS. %d^ other -PPropriate ins^^^^^^^ 
review the adequacy of and take steps^ to improve as needea current 
systems for collecting important information m the perinatal period 
ipecac attention should be given to (I) establishing a perinatal surveil- 



lance system in e^cb state ta aid in further defining the causes and 
correlates af infant mortality and morbidity; and (2) increasing the ability 
of states and NCHS to generate and analyze national data based on 
linked records of live births and infant deaths. The Panel believes the 
improved data bases that would result from such activities would do much 
to help health authorities at all levels of government pinpoint selected 
health problems in the perinatal period more accurately, and target their 
resources jappropriately- 

In addition to these issues in the vital statistics system, the Panel also 
identified an additional three sets of problems in available data related to 
maternal and child health. First, we noted that NCHS has in the past 
collected and reported considerable information at>out the normal growth 
and development of American children. Analysis of physical .growth 
patterns using data frpm the Health Hxamination Survey and the tiealth 
and Nutrition Examination Survey is an example. In recent "years, 
however, resource constraints have forced the NCHS to focus more 
narrowly on measurements of overt disease and severe disability at the 
very time when i>ediatric practice and child health research have been 
placing a greater emphasis on variabihty in the development and 
functioning of children, on incipient disorder and on psychosocial 
disorders that do not fit easily into the traditional framework of infectious 
disease and injury. Therefore, we recommend that NCHS be provided the 
resources to continue and expand its data collection and analysis 
concerning the physical, motor^ intellectual, social, and emotional devel- 
opment of normal children. Tliis is particularly important because the 
health status of young children is poorly defined by existing methods of 
measuring disability in terms of the limitation or r<?striction of "usual 
activity." 

Second, we note a serious lack of data on handicapping conditions and 
an eqtially significant lack of agreement among parents, teachers, and 
physicians regarding the identification and labeling of handicapped 
children. We recommend, therefore, that MIH, MCHS and other appropri- 
ate, groups develop functional categories to accompany diagnostic 
€:ategories for use in surveys to determine the prevalence of handicapping 
conditions, and then conduct such surveys in order to produce more 
accurate and complete information about the nature and extent of such 
conditions in American children. 

Last, through hearings, site visits, and other activities, the Panel heard 
much about the data reporting burdens that administrators of service 
programs bear. We also imderstand well the demands of accountability in 
expending public funds, and that in some instances, there truly is a need 
for more data, not less. It is a difficult set of problems at best, and there is 
no easy answer. But to help ease such problems, we recommend that 
MCHA review and assess existing State and Federal recordkeeping and 
reporting requirements for maternal and child health service programs 
supported by DMHS and recommend changes in such processes to the 
Secretary of DHHS and to program administrators, with the goal of 
consolidating or integrating data collection processes and forms where 
possible. 



TRAINING ISSUES 

A corollary to the Panel's recormnendations in the ^^Lt;^fit 
coUectTon ar^as concerns the adequacy of pur national research traimng 
effort U is the Panel's overpai impression that there is a decreasing and 
fweliuatr investment of public funds in training scientists^ in various - 

needed to advance the health of mothers and children. We 
t^l^ntL :Sor^ of the l^ational Academy of Scienc^' Committee on a 
S^i^av of National Needs for Biomedical and Behavioral Research 
Personnel which is examining many aspects of Federal support of 

TeseTrch training- A well-trained: steady supply of researchers is a 
7:^erstone of Iny national strategy to P^----},,^J!:^^^^^ 
health in the population, including mothers and children. The yanei views 
t^f^eiTtrends toward erosion of such support in some areas with great 
fanc^ Wc nnd it shortsighted in the extreme to ^kimp on training 
Inv^tmenVs given the probTble long-term results of such actions For 
exImSL trailing funds available through the principal child health 
research^ge^^^^ DHHS, NICHD, have fallen from $14.8 roilhon in 
1974 to $9 8 million in 1979. Similar declines have touched other 
lomooneni^ of NIH and DHHS as well. In addition to the declme m total 
3rs fnflat^on has necessitated an increase in stipend amounts given to 
fndivldual t^^^^ further decreasing the number of trainees who can be 

^"c^J distressing manifestation of the decrease in training ^^PP?'^\^l '^ 
' deSTne in ^e ai^ount of clinical J-vestigation. being pursued^^^^^^ form 
r.r ro^rarch which bridges the basic sciences and patient care, for 
examX lar^fv as a rfsult of the recommendations of the Wat.onal 
SSib?tes AdvSory Board, there has been great interest among fundms 
Sfncil^ in supporting research on diabetic mothers and their children. 
H^owever ther^^s an insufficiem supply of clinical investigators to pursue 
Se™pics. More generally, the NICHD ""'-."-^i.-^^^^frt^k 

boSle^ incPudr proi emrr funding (especially the current 

support of ca^caffuv^^^^^ trainees is surely a major barrier and one 

* On?adSu!:laripe« of the training issue should be noted. The settings 
?^f,« ^ whlchThe training of health researchers occurs has an obvious 
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.which are particularly iniportant to maternal and child health — the Panel 
recommends that research training opportunities be incre^ed in ambula- 
tdry primary care settings and other settings oriented to health promotion 
and disease prevention. 

There are, of course, other issues in research policy which, like training 
support, are p>ertinent to maternal and child_health J>utjcert^aiiily go^^^^^ 
beyond this pK>pulat|on. We recognize the importance, for example, of 
such issues as research information retrieval and dissemination, and 
problems in balancing applied versus fundamental research. We have 
chosen, however, not to address ourselves to them in this report — not 
because the topics are unimportant (indeed, in the aggregate they are of 
tremendous concern) — but more because their elucidation and ameliora- 
tion are questions of national science policy generally and fall outside of 
the Panel's expertise and mandate. 
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APPENDIX D 

DISSENTING VIEWS 



1 

Chairter 9: Finanrfng Health Services 

The Assistant Secretary for Planning and Evkluation of the Department 
of Health and Himian Services dissents from the recommendation that tfa 
universal national health plan cannot be put in place relatively soon, the 
Panel urges enactment of national health insu^ce for chUdren and 
pregnant women. While recognizing the benefits of universal coverage, me 
AsStant Secretary notes that the Carter Administration has generally ; 
favored a poUcy of **nee<Hest first," when it comes to phasing m a naUonal ; 
health plan. This translates into extension of coverage to very poor adults j 
with no existing source of payment whatever for health care before any » 
extension of coverage to better-off children. \ 
The Assistant Secretary for Plaiming and Evaluation also dissents fromj 
the recommendation that aU services defmed by the Panel as "needed 
should over the long run be covered in full, without cost sharmg by the 
patient or family. Cost sharing for nonpoor famiUes can be structured so 
%k not to interfere with needed access, and to encourage prevenUve and 
primary care as opposed to high-technology inpatient care, while helpmg 
to minimize program costs. 

Chapter 11: Federal Administrattve Arrangements 

' The Assistant Secretary for Planning and Evaluation of the IDepartment 
of Health and Human Services dissents from the Panel's recommen^Uon 
that £lie DHHS Secretary estabUsh a Maternal and Child HealUi 
Administration (MCHA) as an agency of the Pubtic Health Service. The 
Assistant Secretary has doubts about the effectiveness of this type of 
reorganization in achieving appropriate emphasis on child health goals, 
and xiuestions especially the' separation of child healtii from other health 
service deUvery programs in th^ PubUc Health Service's Healtii Services 
Administration and Bureau of Community Health Services.- 
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United States,\ 1968-1976," Family Plannmg Perspectives 10(2>. 
83-100, March-April 1978. 
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Bureau of Education for the Handicapped. "Progress Toward a Free 
and Appropriate Education: A Report to the Congress on the 
Progress of P.L. 94—124, Education for All Handicapped Children's 
Act." DHEW Pub. No. (OE) 79-O5003. U.S. Office of Education. 
Washington, D.C.: U.S. Government Printing Office, January 1979. 



Division of Health Interview Statistics, National Center for Health 
Statistics. Data from the Health Interview Survey. 



Association of State and Territorial Health Officials. Comprehensive 
NPHPRS Report; Services, Expenditures and Programs of State and 
Terri tonal Health A^gencies, Fiscal Year 1978. ASTHO-NPRPRS 
E*ub. No. 47- National Public Health Program Reporting System, 
Silver Spring, Md., January 1980. 



Reprinted from W. B. Schwartz, J. P. Newhouse, B. W. Bennett, and A. 
P. Williams, "The Changing Geographic Distribution of Board 
Certified Physicians," The New England Journal of Medicine 
303(18): 1032-1037, October 30, 1980. 
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APPENDIX F 



GLOSSARY: ABBREVIATIONS 
FOR ORGANIZATIONS 
AND AGENCIES 



ACYF 
AFDC 
ADAMHA 

AAFP 

AAP 

ACOG 

AMA 

ANA 

BCHS 

BMCHS 

CDC 

CHAP 

C&Y 

CHAMPUS 

CETA 

CSFP . 

CHC 

CMHC 

DHHS 

(E))HEW 

EPSDT 

ESEA 

ER 

EPA 

EFNEP 

FCC 

FDA 

GAO 

HCFA 

HMO 

HSA 

ICHP 
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Administration for Children, Youth, and Families 

Aid to Families with E>ependent Children 

Alcohol, E>rug, Abuse, and Mental Health Administration 

American Academy of Family Practice 

American Academy of Pediatrics 

American College of Obstetricians and Gynecologists 
Ainerican Medical Association 
American Nurses' Associiation 
Bureau of Community Health Services 
Bureau of Maternal and Child Health Services 
Centers for Disease Control 

Child Health Assurance Program i 
Children and Youth project _ 
Civihan Health vind Medical Program of the Umformed 
Services 

Comprehensive Employment and Training Act 
Commodity Supplemental Food Program 

Community Health Center 

Community Mental Health Center 

Department of Health and Human Services 

Department of Health, Education, and Welfare 

Early and Periodic Screening, Diagnosis and Treatment 

Title I — Elementary and Secondary Education Act 

Emergency room 

Environmental Protection Agency 

Expanded Food and Nutrition Education Program 

Federal Commimications Commission 

Food, and Drug Administration 

U.S. General Accounting Office 

Health Care Financing Administration 

Health Maintenance Organization 

Health Systems Agency 

Improved Child Health project 

/f O 



IPO 

IHS ' 

lOM 

MCH 

MCHA 

MIC 

NCHCT 

NCHSR 

NCHS 

NHSC 

NHTSA 

IsriAAA 

NICHD 

NIDA 

NIH 

NIMH . 

NIOSH 

NMA , 

NHC 

NET 

OAPP 

OHDS 

OTA 

OPD 

PSRO 

PUFF 

PHS 

P.L. 93-641 
PX. 94-142 
P.L- 95-626 
RHC 
SHCC 
SHPDA 
Title V 
TiUe X 
Title XIX 
TiUeXX 
USDA 
WIC 



Improved. Pregnancy .Outcome Program 
Indian Health Service 

Institute of Medicine, National Academy of Sciences 

Maternal and child Jhealth 

Maternal and Child Health Administration 

Maitemity and Infant Care project 

National Center for Health Care Technology 

Naltional Center for Health Services Research 

National Center for Health Statistics , 

National Health Service Corps 

National Hi^Way Traffic Safety Administration 

National Institute on Alcohol Abuse and Alcoholism 

National Institute of Child Health and Human 

£>evelopment 

National Institute on Drug Abuse 
' National Institutes of Health 
National Institute of Ment£d Health 
National Institute of Occupational Safety and Health 
National Medi<Sal Association 
Neighborhood Health Center 
Nutrition Education and Training 
Office of Adolescent Pregnancy Programs 
Office of Human I>evelopment Services 
Office of Technology Assessment 

Outpatient department ; 
Professional Standards Review Orgzmization 
Proposed Use of Federal Funds 
Public Health Service 
- National Health Planning and Development Act 
Education for All Handicapped Children Act 
Health Services and Centers Amendments of 1978 
Rural Health Clinic 
State Health Coordinating Council 
State Health Planning and Development Agencies 
Maternal and Child Health, Social Security Act 
Family Planning, Public Health Service Act 
Medicaid, Social Security Act 
Social Services, Social Security Act 
Department of Agriculture 

Supplemental Food Program for Women, Infants and 
Children 



\ 
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APPENDIX G 



I.EGISLATIVE MANDATE 

Reprinted from PubUc Law 95-626, November 10, 1978. 



42 use 289d 



Report to 
Sttcxetmry »nd 
congress io nal 
oommittMS* 



National plan. 



Szc. 21i: (a> Tno decreta.y of Tlealth, Education^ and We^^re 
( hereinafter In this section ref errea to ^ the ^^ecretair ) shall e^tob 
lish within the Office of the Secretary a Select Panel ^^'^^he Promot^^^ 
of Child Health (hereinafter in this section "*«'^d to^aa the panel ). 

(h) (1) The panel, after reviewing all the significant medical, scien- 
tific behavioral, and epidemiological studies concerning the promotion 
of SiUd heaUh and the prevention of childhood diseases and concern- 
SiTthfe efficacy and efficiency of child health programs, shall-- 
^ YA) &u^ate.specifiJ goals with respect to the promotion of 
the health status ofchildren and expectant mothei-s m the Ijnited. 

develop a comprehensive national plan for achieving 
thise gotils an^ Uher^^nse promoting the health of children in 

'^tc)"i*^?mlfti the Secretary, to the Committee on Interstate 
andForeign Commerce of the House of Representatives, and to 
the Commfttee on Human Resourced of the ^enate, ""t later than 
eighteen months after the date of the enactment of this Act, a 
report deSSfng the comprehensive national plan it df^J^^^P^d 
recommenllations for such adminsitrative, legislative, and 

other actions as it deems t^PPf °P"-f "^t -1°^ '"^^^^^h" T Wod Stat^ 
to otherwise promote the health of children in the United tstates. 
(i) The. panel shall include in its comprehensive national, plan 
(dkv4loped under paragraph (1) (B)) recommendations with respect 

(A> the appropriate type and quantity of preventive health 
care and other health serv^es needed by children in general and 
bv particular types of children at risk ; 

(B) the appropriate methods (and providers) for delivering 
andfinancingthedelivery of such services ; i-j„<. 

f C^ the appropriate methods for coordinating and consolidat- 
ing, within an agency and between agencies, the administration 
of child health promotion programs; * x, 

(D) the need for research into the delivery of such services 
and the promotion of child health ; , i i j 

(E) the appropriate methods for instructing children and 
parents in methods of maintaining their health ; 

(F) the encouragement of innovative programs to promote 

child health; j. ^ „ 

(G) the appropriate methods (including demonstration pro- 
tirams) for applying research findings to delivery of health 
^rvices to children and otherwise to promoting the health of 

children; ' ... i -i t 

(H) the appropriate relationship between child health pro- 
. motion programs and health planning organizations ; 

(I) the appropriate support of training of health personnel 
for child health promotion programs ; and 
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(J) the appropriate technical assistance to States to imple- 
ment child health promotion programs. * X 
(c) (1) The panel shall be composed of the Assistant Secretary 
for Health and the Assistant Secretary for Planning and Evaluation, 
*who shall serve as ex officio members- and of fifteen other members 
who shall be appointed by the Secretary not later than sixty days 
after the date of the enactment of this Act- Among members of the 

Canel appointed by the Secretary^ the Secretary shall appoint not 
sss tham three, nor more than five, individuals employed by the 
Department of Health, Education, and Welfare, and shall appomt 
representatives from the scientific, medical, dental, allied health, 
mental health, preventive health, public health, and education profes- 
sions, as \7ell as consumers and representatives from State and local 
health age;:icies. ^' ... 

(2) The Secretary shall designate, at the time of appointment of 
members of the panel, one member to serve as chairperson and another 
to serve as vice chairperson of the paneL ^ 

(3) Members of the panel shall serve for the life of the panel and Term of office, 
the Secr^^tary shall appoint individuals to fill vacancies on the panel as 

- they rouy arise. . - " ' ^ 

(4> Each member of the panel (who is not a full-time officer or CompenMUon. 
-^riiiiplovee of the United States) shall be entitled to receive the daily 
eqmvalent of the annual rate of basic pay in effect for grade GS-18 of 
the Greneral Schedule for each day (including traveltime) during 
which the member is engaged in the actual performance of duties vested 
in the panel. All the members of the panel shall be allowed, while away 
from their homes or regular places of business in the performance of 
service for the panel, travel expenses (including per diem in lieu of 
subffistA^ce) in the same manner as persons employed intermittently m 
the Government service are allowed expenses under section 6703 
of title 5, United States Code, 

(d) (1) Up<Ai the request of the panel, the head of any Federal 
agency is authorized to detail, on a reimbursable basis, any of the 
personnel of such agency to the panel to assist the panel in carrying 
out its functions. . 

(2) The Secretary shall provide the panel with such administrative 

- services and facilities as may be required to carry out its functions. 

(e) (1) The panel may, for purposes of caiMying out its functions, 
hold such hearings, sit and act at such times and places, take such 
testimony, receive such evidence, and ap|>oint such advisory commit- 
tees as it may deem advisable. 

(2) The panel may secure directly from any department or ager/icy of 
the United States mformation necessary to carry out its functions. 
Upon request of the chairperson of the panel, the head of each such 
department or agency shall, to the extent permitted by law, furnish the 
information ana otherwise cooperate with the panel. 

(f ) The panel shall cease to exist ninety days after the date of sub- 
mittal of the report described in subsection (b) (1) (C). 

(g) There is authorized to be appropriated $1,000,000 for the fiscal 
year ending September 30, 1979, to carry out this section. Sums 
appropriated under this subsection shall remain available for expendi- 
ture until the date the panel ceases to exist. 
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INDEX TO RECOMMENDATIONS 



Access-related services, 21 1-214 

Accident pre vention, see motor vehicle safety, home neighborhood safety 
Adolescents, health behavior, 1 16-127 

Adolescents, special health service needs, organizational implications 
285-291; outreach, 287; education and counseling,. 287; privacy and 
confidentiality, 287; financial barriers, 288; organizational models, 288; 
in EPSDT and Title V, 290-291; multiservice settings, 290-29 1 ; services 
for pregnant adolescents and teenage parents, 29 1 

Adoption Assistance and Child Welfare Act, 311 

Aid to Families with Dependent Children (AFE>C), 170 

Board on Health Services Standards, need for, 214—215; functions of, 

215-216; structure of, 217-218; establishment of, 218, 323-324 
Catastrophic (major medical) insurance, 334 

Categorical services efTectively _ provided in noncomprehensive settings, 
268-269 - 

• Expanding family planning services, 269-270 

• Preventive dental services, for all children, 270-271; economical and 
accessible provision, 270— 271 ; funding, 272 

Chemical and radiation hazards, 89-95; cheinical wastes, 90, 94-95; 

pesticides, 90-91, 94-95; lead, 91-92, 94-95; radiation, 92-93, 94-95; 

occupational exposure, 93—95 
Child abuse and neglect, 109-1 10 
Children's hospitals, 280-281 

Chronically ill children, mental health service needs, 205-206, 293-299 
Chronically ill and handicapped children, special health service needs, 

291-307; children with life-threatening or chronic ^iiseases, 292-294; 

children with physical and sensory handicaps, 295-297; mentally 

retarded children, 297-299; emotionally disturbed children, 30O-301; 
^ children with multiple handicaps, 302 
Chronically ill and handicapped children, principles in providing health 

services, 302-307; services for families, 306; community services, 306; 

public programs, 307 " 
Commumty health centers, 237-241, 377 

Comprehensive health care for children through age 5, 196-199 
Congressional oversight hearings td improve coordination, 388—389 

■■ , ■ * 
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Coordination of maternal and child health programs. Federal, State, and 
local roles "344—359; 

• State leCel consolidation of programs, 349-350; relationship between 
Crippled Children's program and other maternal and child health 
activities, 350; assistance from DHHS, 350; o 

• State-Federal relations, 350-355; Federal responsibilities, 352; State 
responsibilities. 352-353; federally established perfonfiance objec- 
tives and standards, 354-355; greater State latitude in methods of 
attaining objectives, 354-355; coordinated reporting requirements 
and applications, 354; interagency agreements, 355; 

• Title V, expansion of, 355-356; ^ ■ - ^ 

• Local service coordination^ 356-359; single point of service adminis- 
tration, 356-357; case management, 358; commumty responsibility to 
assign lead agenc^f, contribute funds, improve coordination, 358—359 

Crippled Children's Program,- 307, 350 t „ ' 

Dental services, 207-209; preventive, 149, 270-272 

Drug safety, 95-98; special risks to pregnant women and young children, ' 
o, 98 

Education for All Handicapped Children Act (P.L. 94-142), 307, 312, 350, -r^ 
378; o 

See also chapter 5, volipne II - ^ f . 

Emergency- care, 279, 28 1 

Family planning services, 199-201, 210.<^11 *^ 
Federal admiriListrative arrangements, ways to improve, 37 1-390; 
» Maternal and Chilji Health Administration, 373-382; 

• HCFA, relationship to PHS, 382-385; 

• National Commission oh Maternal and Child Health, 385-387; 

• Office of Secretary, t>HHS, coordination through, 387-388 

• Congressional oversight hearings, 388—389; 

• Regional offices, improved functioning, 389-390 
Fluoridation, see water supplies, fluoridation of 

Food safety, 95-98; additives, 96-97; research priorities, 97; use of 

alcohol, nicotine, and caffeine in pregnancy, 97-98 
Food Stamp Program, 168 ' . , 

Foster care, children in, 311-312; research regarding health services for, 
311; need for regular health assessments, 311; health care requirements 

in - 
Adoption Assistance and Child Welfare Act, 311; support payments for 

handicapped children, 311-312; payment for health services, 312; 

outreach under EPSDT and P.L. 92-142, 312 , . 

Genetic services, 209-21 1, 281 

Grant programs to finance personal health services, , need for and 

functions of, 334—336 
Handguns, 85-87 

Head Start, 163, 355; also see preschools and day care centers 
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Health behavior, critical issues; 103—127; substance use and abuse in 

pregnancy,^ 105—106; preparation for childbirth and parenthood, 
/ 106-^107; bonding with and nurturance of infants, 107; outreach and 

education for high-risk families, 107—109; anticipatory guidance, 108; 

child abuse and neglect, 109-110; influence of television, 11 1-1 12, 

126—127; special needs of adolescents, 1 16t:-127 

Health behavioii'ways to improve, 103—13^; 

• In primary care settings, 128—130; educational messages, 129; 
■ training of health professionals, 130; 

• In preschool.and day care, 1 10-1 11; 

• In schools, 112-116, 120-126^ 130-133; school health education, 
113-115, 120-121,' 130-133; hea}th education in school health 
services, 116; parent invt>lvement, 131; training of teachers, 130-131; 
sex education 121—126, 131; Federal leadership on health education, 
132-133; 

• Role of television, 133—136; countering adverse media pressures, 134; 
strengthening health promotion role^of media, 1.34—136; 

• In the ' workplace a^d community, 136-138; ' attention to family- 
related needs of employees, 136; parent education and sup|>ort, 137; 
health promoting activities for adolescents, 136 , 

Health Care Financing Administratioji, 355, 385 

Health data, need for better, 420-423; greater capacity To analyze and use^ 
existing information in private institutions and NCHS, 421--422; 
technical assistance to States, 422; review and improvement of data 
collection systems, 422—423; need for better data on development of 
normal children, and on handicd.ppii}g conditions, 423; consolidation 
and integration of data collections, 423 

Health department clinics, 243—246 

Health maintenance onganizations, 241—243 

Health planning, 359-:i62 - 

Heal^ professionals, training of, 394—396; to reflect importance of 
psychosocial factors, health promotion and disease ^prevention, 394; to 
encourage .team practic^,- 395— 396; continued sxipjx>rt of training of * 
maternal and child health professionals, 403; midlevel practitiohers, 
398, 402; collaboration between public health and medical profession, 
403 ^ 

Health research personnel, need for continued support of training, 
424—425; increased research training opportunities in ambulatory care 
and health promotion settings, 425 

Health services, minimum basic, 192—193; standards for, 192—193, 378; 
prenatal, delivery, and postnatal care, 194—195; comprehensive care for 
children through age five, 195—199; fajnily planning services, 199—201; 
financing of, 326, 332, 335; planning for, 361—362; assuring access to, 
377_378 . 

Health services, needed by women of reproductive age, 181—185; by 
infants, 185-187; by children, 187-189; by adolescents, 189-191 
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Memai'^SauSVsr^^^^^^^^ „,en.a. health services for 

me^Sly relLrded. 203-204; mental health seryices f^chron.cally .11 
and handicapped. 205-206; anticipatory guidance, 206-207 , 
• Dental, services, 207— 209;- 

: S:cet"e^II^d"?e'r^;l' 211-214; outreach 211-213; transportation, 
213 telephone access, 213-214; care for other children, 214 
Honte and nei^borhood safety, '^^-^!;^l^^::t:/l^^^rl^^^^^^ "fi" 
:att;"dtca"ion,'83t-.^"'o"f a°sbe:tos!'84; household product safety. 
SSs- orotection from handguns, 85-87; recreation safety, 87-88, 
dtefopmenTof Federal-state-local child accident prevention strategy. 

Home visiting increased support for, 260; as means of f curing access to 
"hTaUh s&s, 260; as ro^Vine component rn-^err.^^-^^^^^ 
care, 260; financuig of, 260-262; evaluation of, 259-260, 261-262 
Hospital care, psychosocial aspects, 276-277; children's hospitalization 
27^7 costs if psychosocial services, 277; length of hospital stay 277 
alternatives to hospitalization, 277; hospital role in childbirth, 277-278, 
hospitalized newborns, 278; emergency care, 279 
Hospital outpatient departments, 232-237, 322 
Immigrants, see refugees and inimigrants 
Indian Health Service, 313-315 ^ 
Indians, see Native Americans 

Individual and small group practice, 231-232 . ^-^^ 

Institutions, children in, 308-311; health services for cha dren »n detention 
■ and corrictienal facilities, 308-310; juvemles m adult jails, 310, health 
personnel in detention and correctional facihties, 3 10-31 1 
- Maternal and Chifd H%alth Administration, establishment of, 373-382, 
components, 373. 378; functions, 377-378 oor.-^oi -^07 312 

Medicaid, including EPSDT, 162-163, 166, 272-275, 290-291, 307, 312, 



313, 327-329, 377; 
See also chapter 3, volume II 



Seealsochapterjf, volume AM K^„^r,tc 329- 



continuity, 329 
Mental health services, 202-206, 263-268; 
See also Chapter 6, volume II 



See also t^napter Oy vtfjujxx*, ^ . 

K>f*>r,t»i health services integration and coordination of, 263-26S; integra- 
"^t^on wUh g^^^^^ cire, 263-266; attention Psych™ 

of primarl care, ^^^^J^^^f^^^^^ To^^rS^a ion^ ^thTth^r 

expertise to other systems, 266 
Mentally ill children, 300-301 

Midlevel practitioners, support of training and use, 398, 4U^ 
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Minimum basic health services, see Health Services, Minimum Basic 
Migrants and farm workers7*>5hiy^^^ of, 312—3.13; linkage of programs 

and records, 313; provision for in Title V State plans, 315; interagency 

cooperation, 3 1 2—3 13 

Motor vehicle safety, 77—82; child restraint systems, 82; vehicle design, 82; 
speed limit, 82; helmet use, 82; licensing of moped and minibike 
Of>erators, 82; use of alcohol while driving, S2 

National Commission on Ma:temal and Child Health, establishment of, 

385-386; duties, 386-387; composition', 386-387 
National health financing progranj, universal, 330; for mothers and 

children, 330; comprehensive benefits in, 332—333 
National Health Service Corps, 239, 402 j 

Native Americans, health services for children and mothers, 313—315; 
attention to psychosocial problems, 3,14; expansion of Indian Health 
Service programs, 314— 315 ' 

Nutritional status, ways to improve, 154—171 

• Through information and education, 154—158; better information on 
health promoting diets, 155; Federal leadership, 155; school-ba.sed 
nutrition education, 155; development of nutrition education curricu- 
la, 155-156; strengthening EFNEP and NET, 156-157; support for 
breast-feeding, 157; role of food induistry, 158 

m Through the health system, 159—164; nutrition as integral part of 
health care, 159;v training of health 'and related professionals, 160; 
financing of nutrition services, 161; role of Title V, 161—162; role of 
EPSDT, 162-163; role of Head Start, 163; role of community health 
programs, 163—164 

m Through public food programs, 164^170; expansion of WIC, 
165—168; strengthened joint effort between WIC and Title V and 
Medicaid— EPSDT, 166; expansion of Food Stamp Program, 168; 
support of School Lunch and Breakfast Program, 168—169; greater 
health orientation for Commodity Supplemental Food Program, 170; 
improve AFDC payments, 170 

• Through research, 170-171 

Nutrition, critical issues, 142—154; normal growth and development, 
^142—145; high-risk groups, 145—148; obesity, 148—149; dental caries, 
149; high blood pressure, 149—150; heart disease, 150; cancer, 150; 
diabetes, 150-151; nutrition environment, 151—154 

Office of the Secretary, DHHS, coordination through, 387-388 

Prenatal care, delivery, and postnatal care, 194—195, 278, 362 

Preschpols and day care centers, I lO- 1 1 1 , 25 1—254 

Primary care, units, attributes of, 226—23 1 ; 

• Comprehensive services, 226; 

• Accessibility, 226; — 
4» Capacity for outreach, 226; 

m Coordination of services, 227; 

• Continuity of care, 227—228; 

• Appropriate personnel arrangements, 228; 

• Accountability, 229; 
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• Consumer participation, 229-230; . . 

• Partnership with parents, 230-231 . 
Private health insurance, improvements in, 324-327; state of certification 

of, 326 / 
Ptovider arrangements, strengthening existing, 23 1-254; 

• Individual and small group practice, 231-232; linkages with other 
professional and other sources of care, 232; demonstration of better 

methods of linkage, 232; t. ♦ r ^^r^c^r^ 

• Hospital outpatient departments, 232-237; establishment of primary 
"a^f centers,^234; hospital-based group practice, 235; decentrahzed 
Drimarv care units, 235; transmittal of information, 235, Imk to 
community services. 235; training to provide continuing care 
235I236; financing costs of training, 236; paying for hospital-based 
primary care, 236; grants for comprehensive care, 236; improving 
outpatient department efTiciency, 236; methods of defining and 
allocatine costs, 236— 237; • ^^-^^ 

• Comprehensive care centers, 237-241; increased grant support, 240, 
. spe3 support for C&Y and MIC centers, 240; better coordination 

with other programs, 240-241; support of nurse-practitioner clinics, 

• Health maintenance organizations, 241-243; ^JP^^^^^^, 

mothers and children, 242; Federal support for enrollment of low- 

/• HealTh depanmenfilinics. 243-246; priority to comprehensive care 

. IchooitiaUh services, 24^251; schools as site for delivery of health 
seWicesV250; revision of State laws and policies, 250; reimbursement, 
250; linkage with other institutions, 250; use of nurses m noncompre- 

• P^e^h^m^dky'care centers, 251-254; equipping personnel to 
Arrange for needed care and provide healthy environment, 252; 
implementation of health-related Federal regulations, 253-2,^4 
Psychosocial services, 202-207 ^ 

Public health professionals, training of, 402-W4; combined ^i^l^^^^^'^f 
in public administration, 403; collaboration with curative medicine, 403 

kefugees and immigrants, health services for 315-316; eUgibihty prob- 
lems 315-316; fiscal relief to communities, 316 

Reeionalization, support of, in prenatal care, genetic services, care of 
a^ccJ^entrserious m and handicaps, ambulance services, childi..ns 

hospitals, 281 ^ 
Regional offices, improved functioning of, 389-390 . 

Refmbursement, alternatives to prevailing methods of, 320-32^; revision 
^nayment schedules, 322; lump-sum and capitation payments, 322, 

incentives for training in ambulatory settings 322 
Research, needed on specific issues, 97, 101, 134-135, 170-171, 311, 

ResLl^h^ planning, need for attention to. maternal and child health. 
, 4^0^12- over?i|ht of allocation of DHHS-supported health research 

funds, 4U%12; cooperation between public and private sectors. 412 

456 , 45x . 



Researah priorities, 412—420; fundamental research, 413— 4 V4; epidemiolo- 
gy, 414--415; research on prevention, social and behavioral aspects of 
health and health pohcy, 415—417; evaluation research, 417—419; 
evaluation component in all maternal and child health programs, 418; 
assessment of use of evaluation funds, 418; earmarked funds for 
reseFTch by State maternal and child health programs, 408; develop- 
ment of new health outcome measures, 419; research on environmental 
risks, 19-420 

Research, support for integrated and interdisciplinary approaches'^ 408; 

supp>ort for multiple perspectives, 410 * 
School health services, 246—25 1 
School Lunch and Breakfast Program, 168—169 
Schools, 1 12-1 16, 120-126, 130-133, l55, 246-251, 266, 275, 350 
Screening, mass, circumstances in which useful, 275; in school screening 
programs, 275; in EPSDT, 275; need for periodic review of effective- 
ness, 275 * 
Structuring the system to improve health services, 359—369; 

• Role of planning, 359—362; strengthened State agency role, 360; 
-shared responsibility with HSA's, SHFDA^s, and SHCC's, 361; 

strengthen capacity of HSA's, SHPDA's, and National Health 
Planning Council in promoting child and maternal health, 361—362; 
improved relations between State maternal and child health agencies 
and State planning agencies, 362; 
m Quality assv-rance, 363—364; expand roJe of State maternal and child 
health authorities, 363; ^ 

• Information systems, 364—366; need for State strategy on information 
use, 364; 

m Demonstration programs, 366—367; need for demonstrations of more 
efRcient local service structures, 366; improved coordination, 366; 
services to pronx^te coordination, 366—367; 

m Technical assistame^^mprove capacity of States, 367; 

• Advocacy, 367—369; incentives for public 'service, 368; creation of 
maternal and child health advisory councils, 368; support of 
nongovernmental advocacy with private funds, 368—369 

Substance abuse, 81-82, 87; in pregnancy, 97-98, 105-106 

Team practrpe in primary care, importance and support of, 395—396 

Television,^ 1 l^ij,2, 133-136 

Teenage pregnancy, 121 — 126, 129, 291, 373 

Title V, Social Security Act, 161-162, 166, 290, 313, 349-350, 354-35J, 
361,373; 

See a/so chapter 2, volume II 
Toxic Substances Control Act, 94 
Water supplies, fluoridation of, 98-99, 101 
Water supplies, safe, 98—101 

WIC (Special Supplement^*i Food Program for Women, Infants, and 
Children), 165-168,349-350, 378; 
See also Chapter 4, volume II ^ 

^ ' 4 P 457 
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